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Summary of the Portfolio 
Section A critically reviews literature on the use of Social Networking Sites (SNS) by people 
with mental health difficulties for mental health purposes. Research findings are presented 
thematically describing the types of SNS used and how they support or hinder recovery. The 
literature suggested several ways in which SNS may support recovery. Less attention was 
given to potential challenges to recovery. Variability in methodological rigour reduces the 
strength of findings. Future research directions are identified, including the need for good 
quality qualitative studies, exploring the underlying mechanisms through which SNS may 
support and/or hinder recovery.      
 
Section B presents a study in which grounded theory methodology was used to build a theory 
of the empowering/disempowering processes occurring as people with mental health 
difficulties use SNS for mental health related purposes. A cyclical model was developed, 
representing how beliefs about aspects of MH identity are activated through appraisals made 
of others online. The extent to which participants feel able to make stigmatised aspects of 
themselves ‘visible’ is key, activating empowering/disempowering processes. The model is 
discussed in relation to extant literature on SNS, empowerment and identity theories, and 
clinical and research implications are discussed.  
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Abstract 
 
Research suggests associations between use of SNS and an increase in mental health 
problems such as anxiety and depression. However benefits have been attributed to the use of 
SNS for mental health related purposes creating a contradictory picture. A systematic search 
of PsychINFO, ASSIA, Web of Science and CINHAL was conducted to explore what types 
of SNS platforms are being used by people with MH difficulties, and how they may support 
of hinder recovery. 20 papers met inclusion criteria. Types of spaces utilised included popular 
SNS and moderated/unmoderated support groups. The opportunity SNS provide for social 
support is proposed to: validate and normalise experiences; reduce feelings of isolation; 
reframe ‘illness’ identity; and promote the use of self-management strategies. SNS may also 
promote recovery through the opportunity they present to challenge stigma, stimulate 
empowerment, and process emotions. Challenges to recovery include: the potential for vast 
social comparison; the need for self-censorship; concerns about confidentiality; and the 
potential for access to unhelpful or inaccurate information. Methodological limitations 
impacted on the quality of findings. As many studies utilised observational designs, in-depth 
exploration of participants experiences was limited. Further qualitative research is needed to 
aid understanding of the underlying processes occurring on SNS which may impact on 
recovery.  
 
Keywords: Social media, Social Networking Sites, recovery, mental health.  
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Introduction 
 
Defining ‘Recovery’ 
 
 Recovery is a broad, ambiguous but very influential concept within the world of 
mental health (Braslow, 2013). Historically, the biomedical model of recovery dominated. 
Mental health services aimed to reduce symptoms, and to restore ‘pre-morbid 
functioning’(Braslow, 2013). The drive to redefine recovery, to go beyond symptom 
elimination, toward more social recovery or ‘personal recovery’ was originally driven by the 
mental health survivor movement originating in the 60s and 70s (Thornton & Lucas, 2010; 
Llewellyn-Beardsley et al., 2019).  
There remains no single definition of recovery; as a result much work has been done 
to try to achieve conceptual clarity (Leamy et al., 2011). The current academic literature 
tends towards three broad meanings: 1) recovery as a mental health outcome (i.e. a reduction 
or resolution of symptoms); 2) recovery as a subjective experience or process; and 3) 
recovery as a system of values which governs and orientates mental health systems and the 
delivery of care to service users (Braslow, 2013). The second category refers to the concept 
of ‘personal recovery’ which emphasises the unique lived experience individuals with mental 
health problems face as they attempt to navigate and overcome the challenges associated with 
having a mental health problem (Shepherd et al., 2008).  
Personal recovery 
 
Recovery can refer to the deeply personal and multi-dimensional process or 
experience of “changing one’s attitudes, values, feelings and goals” to find a purposeful and 
satisfying life, whilst experiencing ongoing mental health problems (Anthony, 1993 p527). 
The themes emerging from research describe recovery as an active, unique, nonlinear process 
or journey, which occurs in stages or phases. It is described as a gradual process which may 
  
10 
not involve the pursuit of a ‘cure’ or complete eradication of symptoms (Leamy et al., 2011; 
Slade et al., 2014). Leamy et al, (2011) proposed that these ‘personal recovery journeys’ 
involve: 1) connectedness; 2) hope and optimism; 3) rebuilding or redefining a positive sense 
of identity; 4) finding meaning and purpose in life; 5) empowerment. Adopting a ‘trial and 
error’ approach and having access to a supportive environment are thought to aid personal 
recovery which can occur in a variety of settings, and may or may not include professional 
intervention. Though Leamy et al., (2011) usefully drew together overarching themes from 
existing qualitative literature, their framework has been criticised as not sufficiently capturing 
the complexities, or more difficult aspects inherent in people’s experiences of recovery 
(Stuart et al., 2017).  
Recovery as a system of values governing mental health systems and delivery of care 
The term recovery has been widely incorporated into mental health policies and 
guidelines (DoH, 2001; HM Government, 2009; NHS England, 2016) as part of the shift 
from institutional to community-based services that support service users to build meaningful 
and satisfying lives, enhance hope, and encourage self-management (Shepherd et al., 2008). 1 
In addition to services aiming to make individuals’ knowledge and perspectives 
central to their own care, peer led recovery practices such as peer support, recovery colleges  
and self-management programs have been positioned as part of the broader ‘recovery 
agenda’, orientating mental health systems and becoming embedded in services (Faulkner et 
al., 2013; Davidson, 2005; Mahlke et al, 2014).   
 Self-management interventions position service users as active participants in their 
treatment and aim to promote confidence, agency, and self-responsibility for managing their 
                                               
1 It is beyond the scope of this review to describe conflicting views on the term recovery. However, it is 
important to acknowledge that ‘recovery’ is described as having been ‘co-opted’ by services by prominent 
collectives of survivor activists (Recovery in the Bin, 2019). Their concerns include that this co-opting promotes 
a professionally imposed sanitised view of recovery which excludes narratives of social injustice, struggles to 
recover and serves to further disempower service users (Stuart et al., 2016).  
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health (Davidson, 2005; Williams et al., 2019; Lean et al., 2019). Peer support is thought to 
enable empathic reciprocal relationships that redress the unequal power dynamic that can 
exist in professional - patient relationships (Repper & Carter, 2010; Puschner, 2018). Peer 
support and self-management strategies have been found to promote empowerment and other 
personal recovery outcomes (Jaeger & Hoff, 2012). As a result, there is an increasing demand 
for spaces, interventions and resources which foster opportunities for these types of 
interventions. With the digital revolution, service users and providers are increasingly 
looking to the internet as a unique platform providing access to mental health-related 
information, self-management tools, and professional and peer support (Williams et al., 
2019).  
Digital platforms and mental health recovery 
Health-information seeking has been found to be the most common online activity 
(Leitan et al., 2015) and studies report that people with mental health problems are using the 
internet to find health related information (Williams et al., 2019). The expansion and 
appraisal of digital interventions for mental health is a priority in policy documents (Mental 
Health Taskforce, 2016). The aim is to increase the reach of mental health services and 
expand choice around the types of support and interventions available to people living with 
mental health problems (Naslund et al., 2017). There has been a huge increase in digital 
health interventions (DHI) delivered via the internet on a computer or mobile device, through 
web-sites, mobile phone applications (apps), email and text messaging. Content includes 
psychoeducation, self-management tools, and access to clinician and peer support (Williams 
et al., 2019). Research suggests digital interventions can improve symptom management, 
increase levels of knowledge and enable better self-management and coping skills (Williams 
et al., 2019). Research also indicates that people with mental health difficulties are seeking 
and sharing mental health related information and support beyond DHIs, through the 
  
12 
formation of online communities via social media sites (Berry et al., 2019; Naslund et al., 
2016; Brusilovskiy et al., 2016). 
Online communities and recovery from mental health difficulties  
For the purpose of this review the terms ‘social media’ and ‘social networking sites’ 
(SNS) will be used synonymously to refer to “interactive web and mobile platforms through 
which individuals and communities, share, co-create, or exchange information, ideas, photos 
or videos within a virtual network” (Naslund et al., 2017 p405). Usage of sites such as 
Twitter and Facebook seem to be similar among people with mental health problems and the 
general population (Naslund et al., 2016), with 97% of young people with serious mental 
health problems using popular SNS (Birnbaum et al., 2017).  
 Studies have explored the impact of utilising online communities, such as support 
groups and SNS for people with physical health problems, such as diabetes, (Hilliard et al., 
2015) cancers (Harkin et al., 2017) and physical disabilities (Lee & Cho, 2019). These 
studies suggest that online communities can foster recovery processes such as decreasing 
perceptions of loneliness, building a sense of belonging and community, and improve issues 
related to identity, self-esteem and perceived coping abilities (Stewart et al., 2011).  
 It has been theorised that SNS may be a particularly empowering platform for people 
with ‘severe mental illness’ (SMI) who have experience of social isolation and stigma 
(Berger et al., 2005). Sharing experiences and coping strategies via online communities may 
lead to greater social support, connection and group belonging (Naslund et al., 2014). SNS 
also allows a level of anonymity, thought to encourage disclosure and connection, and 
provide a platform for otherwise marginalised communities to have a voice (Naslund et al., 
2016). A growing number of mental health professionals and services are represented in these 
online spaces, thought to provide opportunities for service users to voice their views on 
mental health, feedback to services and challenge stigma (Naslund et al., 2016). 
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 However, the social context around SNS use is changing rapidly as SNS use is 
increasingly being linked to low self-esteem and mental health problems, including anxiety 
and depression (Pantic, 2014; Seabrook et al., 2016) and self-harm and suicides of young 
people (“Social media urged to take ‘moment to reflect’ after girls death” – Adams, The 
Guardian, 2019).  
 This contradiction is most visible in the eating disorders (ED) literature, perhaps due 
to the high-profile nature of sites such as ‘pro-ana’ purported to encourage ED behaviours 
(Branley & Covey, 2017). A recent review found that SNS use promotes recovery from EDs 
through increased social support, empowerment, agency, and challenging stigma but can also 
serve to maintain or exacerbate symptoms (Beardwood, 2019). Existing evidence has not 
been synthesised for other mental health problems. Therefore, there are gaps in understanding 
how SNS can support or hinder recovery for people with mental health problems.  
Summary and aims  
 
Online communities, including SNS, are increasingly framed as platforms which can 
foster recovery outcomes, despite contradictory evidence on the impact of SNS use on mental 
health. Services are encouraged to expand mental health support and information to these 
online platforms. Consequently, it is important to understand more about the types of 
platforms used by people with MH difficulties and how they may support or hinder recovery. 
This review will synthesise existing literature to answer the following questions:  
1. What types of online social networking platforms are being used by people with MH 
problems to communicate about MH? 
2. How do these online platforms support or hinder recovery?  
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Methodology 
 
Search strategy  
 
Four databases were systematically reviewed to identify relevant papers: PsychINFO, The 
Applied Social Sciences Index and Abstracts (ASSIA), Web of Science (WoS) and the 
Cumulative Index of Nursing and Allied Health Literature (CINHAL) using the advanced 
search tool. Search terms used were: [“mental health” OR “mental illness” OR “psychiatric 
illness” OR “mental disorder” OR “severe mental illness” OR SMI OR depression OR 
anxiety OR bipolar OR schizo*] AND [online OR internet OR “social media” OR SNS OR 
“social network* sites” OR “internet support” OR “online support groups” OR vlogs OR 
blogs OR Twitter OR Instagram OR Facebook OR forum] AND [recovery OR “social 
support” OR empower* OR “self-management” OR wellbeing]. Additional papers were 
identified through hand searching references of included papers and Google Scholar searches. 
To increase the scope of the search no specific time period for publication was selected. This 
search was conducted in November 2019. This process resulted in twenty studies that met the 
inclusion criteria. Figure 1 details this process. 
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Figure 1. PRISMA diagram of study selection process  
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644 records identified through database search  
Records screened 
(n = 644 ) 
72 duplicates identified   
 
Full-text articles 
assessed for eligibility 
(n =  55) 
460 excluded 
205 - Explored social network/ recovery outcomes offline  
100 – General ‘consumer’ empowerment related to online platforms 
(not MH)  
80 – Looking at online support/ digital tools for physical health or 
eating disorders 
65 – Looking at use/acceptability of digital interventions e.g apps for 
self-management  
8 – Reviews, commentaries or state of art papers on broader use of 
digital MH  
2- not English  
 
  
 
 
 
  
Studies included in 
quantitative synthesis  
(n = 20) 
Psych Info  
(n = 117) 
ASSIA    
(n = 108) 
WoS 
(n = 198) 
Screened on abstract 
(n = 572 ) 
Full text articles excluded 39 
10 – Physical health and MH conditions mixed together in 
participant sample e.g. majority of participants have diabetes  
9– Just descriptive/acceptability studies or barriers/facilitators to 
using online spaces e.g. internet access  
20– Core element includes a specific MH intervention adapted to 
digital tool e.g. CBT informed app 
 
 
Manual search for 
references (n= 4) 
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Eligibility Criteria 
 
Table 1.  
Inclusion and Exclusion criteria.  
 
Inclusion criteria  Exclusion criteria  
• Studies exploring the use of SNS for 
purposes related to mental health  
• Studies which include some  
exploration of the impact of using 
SNS in relation to recovery  
• Written in English  
• Peer reviewed  
 
• Studies exploring general SNS use 
(not specifically for MH related 
purposes) 
• Studies focusing on acceptability 
and accessibility of using SNS for 
mental health from a sample of non-
users  
• Studies exploring the use of adapting 
specific structured online 
interventions to digital platforms e.g. 
structured self-help programmes, 
online therapies, apps.  
• Studies focusing on the use of SNS 
for people with physical illnesses  
• Studies focusing exclusively on use 
of SNS in relation to recovery from 
Eating Disorders (already included 
in previous reviews) 
 
Evidence quality  
 
 The following critical appraisal tools were used to evaluate methodological quality: 
the Critical Appraisals Skills Programme (CASP) checklist for qualitative research; the 
CASP checklist for Randomised Controlled Trials (Public Health Research Unity, 2006); the 
National Institute of Health (NIH, 2014) quality assessment tool for observational Cohort and 
cross-sectional studies; and the Mixed Methods Appraisal Tool (Hong et al., 2018). Multiple 
tools were selected as there is currently no generic tool considered equally applicable across 
study designs (Munthe-Kaas et al., 2019). A subset of the papers (20%) were cross checked 
by a fellow researcher, resulting in 98% agreement. See Appendix 1 for tables assessing the 
quality of each paper according to relevant criteria. 
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Data analysis  
 Due to the expected heterogeneity of the identified papers, a systematic review with 
narrative synthesis was conducted. This review utilised a systematic search and quality 
appraisal process, and synthesised findings by themes (Ryan, 2013). Firstly, the studies were 
grouped by types of online spaces being used, and secondly by similarities in key findings. 
This aided identification and analysis of patterns in the themes, relevant to the key questions 
this review sought to answer. 
Review 
 Firstly, general methodological limitations are discussed to provide an overview of 
the main strengths and weaknesses of the studies before findings are synthesised. Study 
information and key findings are summarised in Table 2. 
General methodological considerations  
 The included studies utilise data collected from individuals diagnosed with various 
mental health problems including anxiety, depression, eating disorders, borderline personality 
disorder, schizophrenia and bipolar. This allows for commonalities to be identified in the 
types of sites being used and the potential impact of using SNS for mental health related 
purposes across diagnoses. Many of the studies acknowledged that comprehensive 
demographic information such as age, gender identity, ethnicity or stage of recovery was not 
deducible from the online content analysed. Studies which did record demographics show a 
considerable over representation of white female participants which poses challenges for 
generalisability. In the studies which gathered information on ages of participants there was a 
broad spread of ages reported, from 12-55 years.  
A wide range of study designs and methodologies were utilised, these include: 
observational, qualitative interviews and focus groups, cross-sectional surveys, experimental 
designs and one randomised controlled trial. Generally, the quality of the included qualitative 
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studies was compromised by a lack of detail provided about data analysis and validation 
processes (see Appendix 1). The majority of qualitative studies lacked clear accounts of 
researchers’ theoretical positions or assumptions, and often analysis lacked depth, with 
themes built around key uses of SNS, which were then interpreted by researchers as 
impacting on recovery outcomes.   
Eleven studies utilised observational designs, involving gathering and analysing the 
content of existing messages within online communities. This method has some key 
strengths, including the opportunity to access and analyse ‘real world’ or ‘naturally 
occurring’ data. This refers to data that exists without interference from researchers 
(Sangeorzan et al., 2019). However, limitations of observational methodologies include a 
lack of opportunity to ask exploratory questions or verify hypothesis. This limits in-depth 
interpretation and analysis of users’ motivations, intentions or perceived impact of using SNS 
(Naslund et al., 2014). To identify relevant online content, most of these observational studies 
utilised search strategies. Key words used were diagnostic terms such as ‘schizophrenia’, 
‘affective disorders’, which may limit the scope of findings as there may be people who use 
different terms to describe similar experiences. The majority of studies included participants 
who were ‘active’ users of these platforms, meaning that they produced online content; it is 
therefore unclear what the impact of these spaces are on people who view content but do not 
produce, often referred to as ‘lurkers’.  
The majority of studies present positive links between use of SNS and recovery 
characteristics, with threats or challenges to recovery often absent or given less exploration. 
This could reflect that these sites broadly are encountered as beneficial for users; alternatively 
it could indicate that participants included in the studies were active users of these spaces, 
perhaps due to them having had positive experiences.  
  
19 
Some studies utilising experimental designs or mixed methods had a range of 
limitations, such as a lack of control groups, poor control over recovery variables (e.g. 
participants were also utilising other types of support such as therapy), small sample sizes 
and poor attrition rates, which limited the quality of findings significantly. One study utilised 
experimental designs which included randomisation (Kaplan, 2010). This type of 
methodology is far less common in studies exploring the impact of online interactions, and so 
offers a valuable contribution regarding the feasibility of conducting ‘gold standard’ 
methodologies in this field (Hariton & Locascio, 2018).There was a notable lack of 
longitudinal studies making it difficult to determine how experiences of these SNS may 
change over time or depend on the stage of recovery.  
 A limited number of studies employed structured outcome measures to capture 
changes in clinical and personal recovery related outcomes. Those that did utilised a wide 
range of measures, from symptom checklists (e.g. Hopkins symptoms checklist; Positive and 
Negative affect in Schizophrenia, PANAS) to more conceptual characteristics such as hope 
and empowerment (e.g. Empowerment scale). As there is such diversity in recovery  
definitions and measurement, it is challenging to build a clear picture of the impact of these 
different online spaces on recovery outcomes.  
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Table 2.  
Selected studies key information. 
Author/s and aims  Study design, method 
and analysis  
Sample (Participants/ data) Online forum 
description 
Main findings/ conclusions 
1.Smith-Friegerio 
(2019)  
 
To explore ability to 
create/ augment 
social capital via 
online social media 
platforms  
 
 
 
 
 
 
 
 
 
 
Qualitative; 
Observational and  
semi-structured 
interviews.  
Based on a Grounded 
Theory Approach. 
Building a theoretical 
model of social 
capital.  
 
 
 
 
 
 
1.Interviews with 5 bloggers 
Gender: all female 
Age: 32-45 years  
Ethnicity: 4/5 white, 1/5 
‘multi-racial’  
2.Analysis of posts from 6 
personal bloggers.  
3. Analysis of collected 878 
comments from readers of 
these blogs. Demographics for 
2 & 3: unknown or not 
collected.  
 
Range of MH difficulties 
including depression, anxiety, 
eating disorders 
 
Blogs associated 
with the 2014 
Blogher convention  
 
• Area of focus in terms of recovery was ‘Social 
capital’. 
• At individual level 3 main themes identified were:  
• ‘Coping with mental illness’, ‘Seeking 
empowerment’ and ‘Catharsis’.  
• Meso/macro level: Fostering supportive community 
increased social capital through connections 
developed with readers and other bloggers. Feeling 
part of a community and sharing resources, and 
stigma reduction.  
• Challenges/ Risks: readers often pass judgment, 
received threats  
 
 
2.Sangeorzan, 
Andriopoulou & 
Livanou (2019)  
 
Exploring the 
experiences of 
people vlogging 
about severe mental 
illness on YouTube 
Qualitative;  
Observational.  
An Interpretative 
phenomenological 
analysis (IPA) 
30 videos of (28) people self-
identified SMIs discussing 
experiences of blogging.  
 
SMI: Bipolar disorder, Major 
Depression or Schizophrenia.  
 
 
YouTube 
 
• Three main themes; ‘Building a sense of 
community’, ‘Vlogging as therapy’ and ‘Fighting 
stigma’ were identified.  
• Building a sense of community included sub-
themes of giving and receiving peer support and 
normalising SMI  
• Vlogging as Therapy included sub-themes of 
helping others helps oneself and empowerment. 
Regaining a sense of competence, purpose and 
positive self-regard 
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• Fighting stigma included sub-themes of combating 
inaccurate stereotypes and misconceptions about 
SMIs by educating, disclosing and positive role 
modelling  
 
 
3.Salzmann-
Erikson & 
Hiçdurmaz (2017)  
 
Investigating how 
individuals suffering 
from post-traumatic 
stress use social 
media to convey 
authentic narratives 
of their lives. 
 
Observational;  
Qualitative.  
Thematic analysis 
 
 
16 videos from 12 different 
posters. 166 minutes of 
recordings, 8 blogs from 
different persons and 9 large 
threads in social forums.  
 
No other demographics 
recorded.  
 
 
 
YouTube  
 
 
 
 
• Sharing narratives online facilitates a “verbalizing” 
of the life conditions of the sufferers and can be 
used as a self-care activity. 
• Other benefits include: Exchanging coping 
strategies; Make sense of own experiences; 
Realising that you are not alone; Supportive 
comments; Mirroring of experiences; SNS allows 
posters to narrate story more anonymously, posters 
are in control and can decide to what extent they 
want to take part in the feedback. 
• Challenges/ Risks: No control over how the text 
will be received, interpreted and responded to. 
Anonymity may not be certain. 
 
 
4. Naslund, Grande, 
Aschbrenner & 
Elwyn, (2014)  
 
Explore experiences 
of naturally 
occurring peer 
support through 
social media 
Observational;  
Qualitative.  
Thematic analysis.  
But also says informed 
by grounded theory 
approaches.  
 
19 videos and their associated  
3,044 comments. 8 posters 
self-identified as bipolar 
disorder, 7 schizoaffective and 
4 with schizophrenia.  
15 (18-35yr olds) and 4 (36-55 
years)  
 
YouTube 
 
 
 
 
 
• Support received normalises one’s illness and 
enables YouTube users to assert their voice and 
identity by validating shared experiences with 
peers.  
• Minimises a sense of isolation and provides hope  
• Finding support through peer exchange and 
reciprocity 
• Coping with the day-to-day challenges of severe 
mental illness  
• Learning from shared experiences of medication 
use and seeking mental health care 
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5. Berry, Lobban, 
Belousov, Emsley, 
Nenadic & Bucci 
(2017)  
 
Examine why people 
use Twitter to 
discuss MH 
problems 
Observational; 
Qualitative. 
Thematic analysis. 
132 original tweets posted by 
90 different users.  
 
UK (n=44), US (n=22), 
Canada (n=4) South Africa, 
(n=1) and Australia (n=1) 
unknown (n=18) 
 Twitter.  
#WhyWeTweetMH 
hashtag thread 
 
• Provides a sense of community. Tweeting to 
connect, socialize and reduce social isolation, to 
share and receive information)   
• Tweeting to combat stigma and raise awareness 
(to fight and campaign) 
• Safe space for expression (share honest experiences 
without feeling judged, tweeting to vent, have a 
voice and feel heard) 
• Tweeting about MH is an empowering coping 
mechanism (provides opportunity to escape, 
empowering self-management strategy) 
 
 
6. Shepherd, 
Sanders, Doyle & 
Shaw (2015)  
 
To explore uses of 
MH related 
discussions online 
Observational; 
Qualitative. 
Thematic analysis.  
 
515 individual online 
communications 
 
Twitter. Thread 
#dearmental health 
professionals 
• Uncovered areas of discussion addressing power 
relationships, communication, diagnosis and 
therapeutic relationships.  
• Reflection on construction of MH and identities  
• Solely through user participation  
• Role of social media in supporting and 
empowering service users  
 
 
7. Prescott, Hanley 
& Ujhelyi (2017)  
 
Exploring peer 
communication in 
online mental health 
forums for young 
people. 
 
 
Observational; 
Qualitative. Thematic 
analysis. 
622 initial posts and 3657 
initial posts with responses.  
 
Young people (11-25years) 
experiencing ‘emotional and 
mental health problems’. 
KOOTH.com 
organisation with 
online moderated 
forums  
• Forums provide young people with informational 
and emotional support.  Directive and non-
directive support. 
8. Prescott, Hanley 
& Gomez (2019)  
 
Qualitative; Focus 
groups.  
19 young people (12-23years)  
15 female  
KOOTH.com  • Young people used forums for online support and 
practical advice. A key benefit was that this 
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To examine why 
young people use 
online forums for 
mental health and 
emotional support? 
Benefits and 
challenges. 
Thematic analysis. 
Inductive approach. 
 
Formal mental health 
diagnosis (10)  
 
Anxiety and depression, BPD 
or ED  
 
400 comments/responses with 
word count of 1945 for group 
1 and 1736 for group 2.  
  
 
support is restrained by perceived limited scope of 
mental health services.  
• Young people were both active users on static and 
live forums, they posted, read posts and commented 
depending on how they felt and whether or not they 
felt they could support others.  
• Supportive environment (peer support)  
• Learning new information (information received, 
quick responses)  
• Social Aspect of Forums (feeling connected)  
• Changing moods (feeling happier and more 
confident)  
• Challenges/risk: technological issues (not being 
able to edit what you write, time delay between 
comments); Relevance of topics. 
 
9.Lal, Nguyen & 
Theriault (2015)  
 
Exploring 
experiences of young 
people receiving 
treatment for first-
episode psychosis 
seeking mental 
health information 
and support online 
Qualitative; Semi-
structured interviews. 
Thematic analysis of 
transcripts. 
17 participants  
(21-32 years) 
11 male  
White (14)Asian (2)  
Black (1) 
 ?? unclear 
expansive list but 
mention Facebook, 
schizophrenia.com 
and googling for 
information 
• Young people are using a variety of platforms 
social media, including forums specifically for 
schizophrenia 
• Aim of using platforms is striving towards a better 
understanding of illness and treatment   
• Quantity and variety of information appreciated  
• Access to peers with lived experiences valued 
• Increased understanding of illness  
• Boost in self-esteem by helping others online  
• Being exposed to diversity of opinions 
• Moderation valued. 
• Challenges/ Risks: Bad information – can 
exacerbate symptoms  
 
10. Haberstroh & 
Michael Moyer 
(2012)  
 
Qualitative. Semi-
structured interview 
questions. Grounded 
Theory Methodology 
20 participants.  
17 woman and 3 men. All 
Caucasian.  
Average age: 36 
Active and 
moderated online 
group. 
• Online group supplemented therapy  
• Participants found Support, connection and 
feedback most beneficial (healthy self-expression) 
• Moderation means safety on these forums 
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Exploring online 
self-injury support 
group 
 
 
• Challenges/ Risks: frustration and self-censorship 
11. Haker & 
Rössler (2005) 
 
Exploring whether 
internet forums are a 
self-help approach 
for individuals with 
schizophrenia?   
Observational;   
Quantitative.  Content 
Analysis. Chi-squared 
tests.   
 
1200 postings of 576 users 
across 12 sites  
 
81% schizophrenia  
19% affective or anxiety 
disorders 
 
International 
forums for 
schizophrenia 
 
• People with schizophrenia disclosed more often and 
were more interested in describing symptoms, 
discussing medication and vocational issues than 
family members.    
Frequency of ‘self-help mechanisms identified’:  
• 47.7% disclosure of personal experiences  
• 42.0% providing information  
• 27.8% requesting information  
• 20.8% expressions of empathy  
 
Fields of interest (FOI)  
• 1/ 3 of postings include content on the daily 
problems of illness e.g. symptoms, medication 
and emotional involvement most common  
• 1/4 of postings include content about therapies, 
therapists, social network and information about 
resources.   
 
12. Ma & Sayama 
(2015) 
 
 
Explore recovery 
correlates with 
centralities and 
interactions on 
online social network  
Observational. 
Quantitative. Cohort 
design. 
 
Social Network 
analysis. 
Measures of 5 
recovery outcomes: 
mood, function, stress, 
distress, life essentials 
and symptoms.  
 
200 patients  
All patients said to have a 
‘mental disorder’.  
No other demographic details 
given 
Sampled from MH 
and behaviour 
Forum on Patients 
Like Me (PLM)  
 
• Results demonstrate that patients with more 
incoming social connections were correlated with 
greater improvements in feelings of distress, ‘life-
essentials’ and ‘symptoms’ 
• The number of “posts and views” patients made 
was also significantly correlated with 
improvements in the same set of recovery 
outcomes.  
• ‘Stress’ recovery outcome was not significantly 
correlated with the online social activities.  
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13. Bauer, Bauer, 
Spiessl, 
Kagerbauer, (2013)  
 
An analysis of online 
self-help forums for 
people with Bipolar 
disorder 
 
 
Observational. 
Quantitative.  Content 
analysis.  
 
2400 postings in two online 
forums  
59% posters identified as 
female, 41% male. 
Bipolar disorder 
 Two diagnosis 
specific German 
language forums 
for patients with 
bipolar disorder, 
relatives and 
professionals 
• 94% of postings by patients 
• Self-help mechanisms identified; disclosure (44%), 
friendship (23%) and online group cohesion 
(22%).  
• Topics most discussed were social network (27% of 
postings), symptoms of illness (22%)  and 
medication (14%), interactions with healthcare 
professionals (12%) 
 
14. Barak & Dolev-
Cohen (2006)  
 
Investigating 
whether activity level 
in online support 
groups determines 
emotional relief? 
Observational data.  
Mixed methods. 
Quantitative;   
Descriptive statistics 
of posting data e.g. 
frequency of 
posts/responses. 
Repeated measures.  
 
Qualitative; Leenars 
Thematic guide to 
determine numerical 
level of distress 
ranging from 0-8.  
 
 
 
20 adolescents 15 girls and 5 
boys  
 
790 online messages. 
 
Forum-based open 
and free support 
group managed by 
SAHAR  
• Higher the number of posted messages and replies – 
the more support, lower levels of distress 
• There was no statistical difference in group distress 
from 1st month to 3rd month but there were 
differences in individuals levels of distress over the 
three month period.  
• Number of posted messages and number of reply’s 
received correlated with levels of distress in second 
and third months . Higher number of messages 
posted and received in first month, lower levels of 
distress in third month. 
 
 
 
 
 
15. Kaplan, Salzer, 
Solomon, 
Brusilovskiy, & 
Cousounis (2010)  
 
 
Experimental. 
Randomised 
Controlled Trial. 
Repeated measures 
baseline, 4 month and 
12 month.  
 
300 participants.  
 
All have diagnosis of a 
schizophrenia spectrum or an 
affective disorder. No use of 
internet peer support in the last 
year  
Group 1: Listserv 
(individuals can 
communicate 
anonymously with 
one another using a 
group distribution 
email list.   
• No significant findings that participation in listserv 
or bulletin boards enhances wellbeing or decreases 
distress. Non-significant on all outcomes.  
• Those who report more positive experiences also 
experienced higher levels of distress.  
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Exploring internet 
peer support for 
people with SMI  
 
 
With control group.  
 
The Recovery 
assessment scale 
(RAS) subjective 
experience of recovery 
from a MI; 
Empowerment scale; 
The Hopkins 
symptoms checklist 
(presence and intensity 
of depression,  anxiety 
and somatic 
symptoms).  
  
 
 
 
64 female 
36 male 
 
86 white 
7 black 
 
 
 
Group 2: Bulletin 
board condition 
(only accessible to 
them). Entirely peer 
directed – not 
moderated.  
 
Control group: 
asked to refrain 
from using online 
peer support for 
duration of study 
 
 
 
16. Lewis, Seko & 
Joshi (2018) 
 
Exploring the impact 
of YouTube peer 
feedback on attitudes 
toward recovery 
from non-suicidal 
self-injury  
Experimental pilot 
study. Repeated 
measures. 
Quantitative.   
Measures collected at 
two time points: 
Positive and Negative 
Affect Schedule 
(PANAS); Likert scale 
measuring NSSI 
recovery perceptions  
 
 
61 participants 
Gender: 38f, 19m. 4 unknown 
gender.  
Age: 16-34 
Ethnicity: 91% Caucasian.  
 
All participants with MH 
difficulties who self-harm. 
 
 
Two screen shots of 
a fictional 
YouTube  video 
entitled “my self-
injury story” still 
image with 
comments 
underneath 
containing  
hopeful/hopeless 
message about 
recovery.  
• Significant interaction between recovery message 
condition and attitudes toward non-suicidal self-
injury recovery  
• Within the hopeful message condition, there was a 
significant increase in recovery-oriented subjective 
norms including recovery self-efficacy 
• Offers preliminary evidence that exposure to 
positive online messages about recovery may instil 
a sense of hope (at least temporary) that recovery is 
possible.  
• Findings did not support the notion that hopeless 
messages would negatively impact recovery-based 
attitudes.  
 
17. Houston, 
Cooper & Ford 
(2002)  
 
Quantitative. Cohort 
study. Repeated 
measures. 
 
103 support group users.  
 
81 female 
22 (18-29 years)  
50 (30-45 years) 
Depression support 
groups and 
message boards 
drkoop and 
delphiforums. 
• 90.9% of more frequent users reported current 
depression (CES-D Scale score > 22), compared 
with 81.3% of less frequent users.  
• 95% agreed chatting on internet support groups 
helped symptoms  
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Exploring internet 
support groups 
impact on depression 
Medical Outcomes 
Study Social Support 
Survey and  
CES-D scale Centre 
for Epidemiological 
Studies Depression 
Scale were assessed 
via online survey.  
Likert scales of time 
spent on forums and 
valued.  
 
 
 
 
 
31 (Over 45years) 
 
Depression 
 
 
 
 • Main benefits were emotional support and 
receiving information  
• No significant differences in levels of social 
support reported  
• 37.9% preferred the group to counselling.  
• Helped with depression in 33.8% fell under clinical 
cut-off.  
• More they used it more it helped. However when 
they used ‘more stringent’ cut offs of CES-D scales 
they did not find a statistically significant 
association of resolution of depression with time 
spent on line.  
18. Naslund, 
Aschbrenner, 
McHugo, Unützer, 
Marsch & Bartels, 
(2017)  
 
Exploring 
opportunities to 
support MH care 
using social media. 
 
 
Quantitative. Cross 
sectional. 
Survey.  Descriptive 
statistics. 
240 users. 54% US, 22% 
Canada, 17% UK.  
 
Bipolar (25%)  
Schizophrenia (27%)  
Major depressive disorder 
(16%) 
Or depression (20%) 
Participant used 
range of online 
platforms, no 
specific platforms 
mentioned.  
• Social and informational support key benefits.  
• Share personal experiences 
• Connect with others  
• Learn strategies for coping  
• Help them communicate with support systems and 
better navigate health system 
• Social media augmenting other support  
.  
19. Kummervold, 
Gammon, Bergvik, 
Johnsen, Hasvold & 
Rosenvinge (2002)  
 
Exploring use and 
implication of mental 
Mixed methods. 
Cross-sectional.  
Self-report 
questionnaire using 
Likert scale and open-
ended questions. 
 
492 participants.  
78% female. 62% (19-34years)  
 
Range of MH difficulties 
including anxiety and 
depression, eating disorders 
Doktor Online 
(http://www.doktor
online.no) – largest 
health-related 
Internet site in 
Norway and hosts 
many discussion 
• Anonymity very important to 64% of people  
• Seen as a supplement to traditional mental health 
services (62%)  
• Increased knowledge and understanding of MH 
problems, health care services 
• Enabled them to feel more active, prepared and 
goal orientated when seeking help  
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health related online 
discussion forums 
 
Descriptive statistics.  
 
Thematic analysis of 
free text comments.   
forums. Looked at 
mental health 
discussion forums.  
 
SOL Helse – 
anxiety and 
depression MH 
forums on this site 
 
Professionals 
monitored site. 
 
• 75% Easier to discuss online rather than face to 
face 
• 68% felt professionals should take part 
• Information/need for support  
 
20. Horgan, 
McCarthy & 
Sweeney (2013)  
 
Evaluating online 
peer support forum 
for University 
Students with 
depression   
Mixed methods  
Quantitative. Repeated 
measures.  Self-
reported questionnaire. 
CES-D at 
baseline/follow-up and 
qualitative descriptive 
design. Pearson’s 
correlation and The 
Wilcoxon signed rank 
test. 
 117 university students (18-
24years) 
Developed 
depression support 
website 
(www.losetheblues.
ie) 
• Only 16 individuals completed post-test questionnaire 
so not expected to be statistically significant  
• Median score at baseline was 37.00 and 33.50 post-
intervention (not significant).  
 
• Website, place for sharing and identifying with others. 
Described a sense of not being alone and having shared 
understanding of each other’s difficulties.  
 
• Offering and receiving emotional and 
practical/informational help 
 
• No conclusions can be drawn due to small sample size 
– retention problems 
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What types of SNS spaces are available online for people with mental health problems?  
Three main categories were identified in the literature: 1) ‘naturally occurring’ SNS 
communities; 2) moderated support groups; and 3) unmoderated support groups. See Table 3 
for more detailed descriptions of these SNS spaces.  
Naturally occurring SNS communities 
 
Eleven studies identified ‘naturally occurring’ or self-forming online communities of 
individuals discussing mental health on platforms such as YouTube, Twitter and blog pages. 
Two studies utilised freely available blog pages. Salzmann-Erikson & Hiçdurmaz, (2017) 
provided little information about the nature of the blogging sites studied. Smith-Frigerio, 
(2019) report that all blogs included in the analyses were associated with medium-to-large 
readerships (1000 to 300, 000 visits per month). These blogging websites provide readers and 
bloggers the opportunity to have conversations about mental health related content through 
the comment function on each blog page.   
Four studies identified mental health content shared on YouTube (Sangeozan et al., 
2019; Naslund et al, 2014; Salzmann-Erikson & Hiçdurmaz, 2017; Lewis et al., 2018). These 
studies identified video blogs, or ‘vlogs’, where users share their personal stories of mental 
health, managing symptoms, and coping strategies, and can discuss the challenges and 
benefits of seeking support from services.  
Three studies focused on Twitter conversations about mental health related topics 
(Shepherd et al, 2015;  Berry et al., 2017; Naslund et al, 2014). Twitter is increasingly used 
for discussions about mental health, popular mental-health related hashtags created on 
Twitter include #MHawareness, #MHcare. Both Shepherd et al., (2015) and Berry et al, 
(2017) used data from MH related hashtags to analyse how people with mental health 
problems are using Twitter to communicate e.g. #dearmentalhealthprofessonal and 
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#WhyweTweetMH. Shepherd et al., (2015) speculatively question the opportunity for 
genuinely in-depth discussions given the 140 character limit.  
Lal at al., (2015) report that participants use sites such as Facebook to seek 
information and share mental health experiences. However, due to the limited information 
provided about how Facebook is being used for mental health purposes it is unclear whether 
participants were communicating on their personal Facebook pages about mental health or 
whether they were joining specific mental health communities through Facebook groups.  
Moderated online support groups 
 
Seven studies focused on moderated online support groups, some open access and some 
closed, requiring users to be invited to join or register to use these spaces. Kummervold et al., 
(2002) utilised two major health-related websites in Norway, Doktor Online and SOL Helse. 
These sites contain forums for numerous health concerns, including mental health. One 
discussion forum was entitled ‘General Psychiatry’; the other two forums were for people 
with specific mental health conditions, e.g. anxiety and depression and eating disorders. 
Barak & Dolev-Cohen (2006) focused on a moderated, open and free support group managed 
by SAHAR, an Israeli based organisation that offers support for people in ‘emotional 
distress’. All participants used pseudonyms to enable complete anonymity.  
Two studies used forums attached to websites offering access to other mental health 
resources and/ or online counselling. Horgan et al., (2013) developed a depression support 
website ‘Lose the blues’, designed specifically for 18-24 year old students with depression. 
The website provided information on depression and links to other sources of support; it also 
included a peer support forum the authors described as enabling a space for young people to 
support each other. Prescott et al., (2017) and Prescott et al., (2019) studies utilised KOOTH 
forums for young people experiencing emotional and mental health problems. It is unclear to 
what extent participants used the other support available on these sites, such as the individual 
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or group counselling facilitates and whether this impacted on the experience of using these 
forums.  
One study focused on an online support group used as an aftercare resource, linked to 
a treatment centre, for people with mental health difficulties who self-harm (Haberstroh & 
Moyer, 2012). The authors describe how the group interact through archived and moderated 
email postings. It is unclear if there is a time limit on accessing this group and whether 
participants will have met previously during treatment or whether they are unknown to each 
other.  
Only one study utilised an online community, which required users to upload self-
reported recovery data. Ma & Sayama (2015) investigated use of site PatientsLikeMe (PLM), 
one of the first online communities encouraging people with health conditions to share their 
experiences and medical information post treatment. Just two studies explicitly explored the 
impact of having moderators present within these online groups. However, both studies 
suggest the presence of moderators is valued and contributes to participants perceptions that 
these online forums were safe and supportive spaces (Prescott et al., 2019; Haberstroh & 
Moyer, 2012).   
Unmoderated online support groups  
 
 Only one study explicitly reported investigating the use of unmoderated online 
support groups. Kaplan et al., (2010) explored the effectiveness of what they described as 
‘unmoderated, unstructured’ peer support groups for people with ‘psychiatric disabilities’. An 
experimental peer support ‘listserv’ served as one condition and experimental peer support 
bulletin board served as the other. Five studies supplied limited information about the online 
forums they were investigating (Houston et al., 2002; Haker & Rössler, 2005; Salzmann-
Erikson & Hiçdurmaz, 2017; Lal et al., 2015; Bauer et al., 2013). As a result, it is unclear 
whether these forums were open or closed communities, moderated or unmoderated or 
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diagnosis specific. This limits knowledge and understanding of factors which may impact on 
participants experiences of using these online support groups.  
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Table 3. 
Types of SNS spaces being used and descriptions  
 
Types of SNS spaces  Description  Open/closed sites  
 
Naturally 
occurring 
Social media 
sites  
 
YouTube 
 
YouTube was created in 2005 and 
is a user generated video-sharing 
website, the third most popular 
social media website after 
Google+ and Facebook (Naslund 
et al., 2014). Video-sharing 
websites are becoming 
increasingly perceived as 
‘networking platforms’ for 
interacting with other users 
through the opportunity for 
discussion in the comments 
section, rather than just a place 
for sharing and watching videos 
(Biel and Gatica-Perez, 
2011).Users can make and share 
video blogs known as ‘vlogs’ and 
comment on these.  
 
 
Open sites. YouTube 
channels can be searched 
for and viewed by anyone.  
Largely unregulated, 
however users can rate 
comments as 
‘inappropriate’ 
 
Twitter 
 
Micro-blogging site where users 
can ‘Tweet’, meaning they can 
post up to 140-character 
messages. Communications 
between different networks or 
groups of users is enabled through 
using hashtags, this describes the 
process of labelling conversations 
so others can search for view and 
contribute to specific topics. 
Tweets posted can be responded 
to through being commented on,  
‘liked’ or “retweeted” for their 
followers to see, this creates 
opportunities for users to see 
content from other users not 
directly followed 
 
Privacy settings for 
accounts are determined 
by individual users 
creating either open 
access or closed accounts. 
The output of these closed 
Twitter accounts will only 
be accessible to 
‘followers’. Users can be 
identified through their 
unique user names so 
have choice over whether 
to remain anonymous or 
to share their real name. 
 
 
Facebook  
 
 
Facebook is a SNS where users 
can share photographs, post links 
to external content, watch videos 
and write comments.  
 
 
Users can decide whether 
to make their Facebook 
pages public or private. 
Facebook also enables the 
formation of smaller 
communities as users can 
join private Facebook 
‘groups’ around common 
interests where only 
members who have joined 
the group can participate. 
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Moderated 
online support 
groups  
 
Doktor Online  
 
SOL Helse  
 
Two major health-related 
Norwegian websites. These sites 
contain forums. Authors report 
that primarily forums are spaces 
where people can interact, are 
open so anyone can join in 
discussions, and read or write 
messages.  Professionals monitor 
forum activity, can answer a 
limited number of questions and 
can delete posts that are not in 
line with guidelines of the site. 
 
 
These sites are closed and 
require a password to 
access so are private 
spaces.  
SAHAR  Israeli based organisation 
manages  moderated forum spaces 
that offer emotional support for 
people in emotional distress.  
 
Closed spaces requiring 
users to sign up.  
Participants can use 
pseudonyms to enable 
complete anonymity.  
 
Lose the blues 
website  
The website provides information 
on depression and links to other 
sources of support, it also 
includes a peer support forum the 
authors hoped would enable a 
space for young people to support 
each other. 
The website is open but 
allows for anonymity as 
users do not have to share 
any personal information 
and can use an 
anonymous username. 
The forum is reportedly 
‘safeguarded’ by a 
moderator who ensures 
group ground rules are 
followed. If words such as 
‘suicide’ or ‘die’ were 
posted alerts were sent to 
the researchers 
monitoring the site.   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
KOOTH Organisation that provides free, 
anonymous counselling and/or 
access to moderated themed 
message boards and frequent live 
forums to young people 
experiencing emotional and 
mental health difficulties. 
  
Closed sites requiring 
username and password. 
These sites allow for 
anonymity as users do not 
have to share personal 
information and can use 
an anonymous username.  
PatientsLikeMe 
(PLM) 
PLM encourages people with 
health conditions to connect, 
share and learn from each other. 
PLM has more than 300, 000 
members and forums include 
topics related to mental health 
such as mood disorders. 
 
Closed sites that people 
must sign up to.  As 
patients register they are 
asked to upload full 
information about self-
reported health 
information, social 
activities and recovery 
outcomes. 
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Website linked 
to self-injury 
treatment 
centre. Name 
unknown.  
People can interact with each 
other through archived and 
moderated email postings. , much 
like listserv.  Listserv describes 
platform wherein groups of 
people can communicate through 
email messages. 
 
Closed group.  
Participants are required 
to request access from the 
group moderator. 
Unmoderated 
unstructured 
peer support 
groups  
Name 
unknown 
Listserv type group enabling  
individuals to anonymously 
interact using a group distribution 
email list. Participants are 
encouraged to read and respond to 
email messages. These sites were 
described as entirely peer 
directed, however participants 
were given instructions on how to 
use the site, safety warnings and 
participants could contact the 
research team if they had any 
concerns. 
The ‘bulletin board’ they 
utilised was a closed 
group, participants had to 
be invited and were given 
instructions on how to 
login to bulletin board. 
 
How do these online spaces support or hinder recovery?  
There were six main ways identified in which use of SNS was thought to impact on recovery: 
i) access to social support; ii) catharsis and processing experience; iii) challenging stigma; iv) 
empowerment;; v) frequency of use; and vi) challenges to recovery. 
 Access to social support  
Eighteen studies reported that online platforms provided some kind of social support for their 
users. The majority distinguished between opportunities for emotional support and 
informational support as the key types of support given and received. 
Emotional support  
Eighteen studies emphasised the importance of these online platforms in providing emotional 
support. Eight of these studies were purely observational in design. Through analysing the 
content of existing online posts, these studies describe how people with a range of mental 
health problems are using these platforms and how use of these sites might impact on their 
recovery from a mental health problem. Authors identified expressions of empathy, 
supportive and encouraging comments, sharing of experiences, and validation of emotions as 
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the key ways that emotional support was expressed. Authors from three observational studies 
identified reciprocity of support as a key benefit of these online interactions (Salzmann-
Erikson & Hiçdurmaz, 2017; Naslund et al,  2014; Berry et al., 2017). These observational 
studies infer that expressions of emotional support serve to normalises one’s experiences and 
enables people to feel less isolated and alone.  
 One observational study involved the analysis of online content which captured 
participants discussing the impact of using these online spaces to share their experience of 
living with a mental health problem. Sangeorzan et al., (2019) explored people’s experiences 
with ‘severe mental illness’ (SMI) who vlog about their experiences on YouTube. The 
vloggers report that being part of this supportive community validates and normalises 
experiences. In addition, vlogging was thought to shift attention from vloggers own 
experiences to supporting others.  
 These studies have made a valuable contribution to literature, building a picture of the 
content of interactions taking place online about mental health, and begin to describe some of 
the processes which may be occurring in relation to recovery. However, due to 
methodological limitations, individual motivations and recovery related outcomes were not 
explored in-depth. As a result only tentative conclusions can be made regarding the impact 
these supportive processes may have on recovery.  
 Four studies sought qualitative information from participants. Smith-Frigerio (2019) 
analysed interviews from five bloggers. Findings suggested that fostering a supportive 
community and making connections motivated bloggers to participate in these online forums. 
Three studies utilised online focus groups or surveys, and findings emphasise that a key 
reason participants used online forums was linked to the emotional support they received 
from others (Lal et al., 2018; Prescott et al.,  2019; Haberstroch & Moyer, 2012). In terms of 
personal recovery related outcomes, opportunities for gaining access to emotional support on 
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these platforms was reported to enable feelings of connection, reduce isolation, and instil a 
sense of hope, as users connect with others coping with similar problems (Naslund et al., 
2014; Lewis et al., 2018). Additionally, encouraging a reframing of their own circumstances 
and experiences was thought to be a positive outcome of peer support (Salzmann-Erikson & 
Hiçdurmaz, 2017; Sangeorzan et al., 2019). Several studies emphasised that participants 
found online platforms provided a safe and supportive environment enabling them to obtain 
emotional support they were not receiving offline (Berry et al., 2017; Houston et al., 2002).  
 Opportunities for self-disclosure and, or self-expression were presented as an 
important aspect of emotional support. Some studies link this opportunity for self-disclosure 
to anonymity that online spaces enable (Houston et al., 2002; Kummervold et al., 2002;  
Sangeorzan, et al., 2019). Kummervold et al., (2002) found anonymity was important to 75% 
of users; participants described finding it easier to discuss personal experiences online rather 
than in person. Salzmann-Erikson & Hiçdurmaz, (2017) also surmise that opportunities 
afforded to participants to narrate their stories anonymously may be beneficial to recovery. 
Similarly, two studies emphasise that online interactions afford participants more control as 
they can decide to what extent they want to disclose and engage in conversations (Berry et 
al., 2017; Kummervold et al., 2002). Participants also reported valuing being able to use these 
sites whenever they wanted (Prescott et al., 2019).  
Informational support  
 Fourteen studies explicitly differentiate between emotional support and informational 
support and emphasise that participants actively seek or share information related to aspects 
of mental health care. Specific areas identified include: seeking a better understanding of 
illness and treatment (Lal et al., 2015) and medication use and side-effects (Naslund et al., 
2014; Houston et al., 2002); sharing practical self-management, or every-day coping 
strategies (Prescott et al., 2019; Naslund et al., 2014; Berry, et al., 2017; Salzmann-Erikson & 
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Hiçdurmaz, 2017; Kummervold et al., 2002); navigating the mental health system (Naslund 
et al., 2017); and sharing practical means of addressing concerns raised with services 
(Shepherd et al., 2015). Shepherd et al., (2015) conducted a thematic analysis of Twitter 
conversation #DearMHprofessional and reported a main theme of sharing and receiving 
information to learn more about mental health, ask questions and signpost to useful resources. 
The authors credit Twitter as being a hub of information, education and discussion and 
enabling new avenues of communication between service users and professionals. Only one 
study looked specifically at the impact of informational support, and found that this enabled 
participants to feel more ‘active, prepared and goal orientated’ when seeking support 
(Kummervold et al., 2002).   
 Catharsis and processing experiences of mental health problems   
 
 Five studies explicitly identified that the act of posting to online platforms impacted 
on recovery related outcomes. Smith-Friergerio (2019) identified a main theme of Catharsis 
as participants described cognitive processing as the main motivation for using these spaces. 
The act of posting about their mental health enabled them to process their experiences and 
reflect on how their mental health problem impacts them. It is important to note that the five 
bloggers interviewed were all published writers in the offline world. The impact they 
attribute to the act of writing about their mental health may be in part connected to their 
perception of themselves as writers. However, Salzmann-Erikson & Hiçdurmaz, (2017) 
conducted a qualitative analysis of online narratives written by people who suffer from post-
traumatic stress syndrome (PTSD). From this data they interpreted that sharing narratives 
online is a self-care activity as it facilitates a “verbalising” of the conditions and provides an 
outlet for telling their story. Other studies, which identify this theme, utilise qualitative 
analyses of conversations about mental health on Twitter or YouTube. Some participants 
utilised Twitter conversations ‘to vent’ (Berry et al., 2017), as an opportunity for reflection on 
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mental health experiences (Shepherd et al., 2015) and the strategies that help them cope 
(Naslund et al., 2014). Further research is needed to deepen understanding of how 
constructing narratives to share online might impact on participants processing and emotional 
experience of living with a mental health problem.   
 Challenging stigma  
 
Three studies explicitly report that sharing experiences online provides opportunity to 
challenge stigma surrounding mental health conditions. Sangeorzan et al., (2019) report that a 
recurrent theme in the vlogs and interviews was valuing the opportunity to challenge 
inaccurate stereotypes and common misconceptions about SMI. This was thought to occur 
through disclosure, education and positive role modelling. Choosing to disclose was 
presented as posing a risk to participants but one that participants felt was important to take 
to challenge stigma both at the individual level of self-stigmatisation and wider societal 
levels.  
 Smith-Frigerio’s (2019) study presented online platforms as enabling bloggers to 
build social capital at the meso level, through stigma reduction. The author reports that 
bloggers felt commenting in an open, honest way, putting their experiences ‘out there’, 
enabled ‘reclaiming’ of their stories and reduced the stigma associated with mental health 
problems. At an institutional, or macro level of social capital, narratives representing 
individuals as a whole person, not reductively defined by their mental health problem, was 
linked to challenging negative stereotypes present in society. Participants sought to write 
fuller, more human accounts of their experiences. This desire to tell a different story about 
mental health translated to advocacy work both online and offline.   
 Berry et al., (2017) found that people were Tweeting about MH was to combat 
stigma, and raise awareness. A number of participants included the popular hashtag 
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#endthestigma into the thread #WhyWeTweetMH and described attempts to encourage 
empathy and compassion, and instil hope for the future, by challenging stigmatising attitudes.  
  
 Empowerment  
 
 Four studies explicitly mention the process of empowerment. Smith-Friergerio (2019), 
presents the theme of empowerment as a way of increasing social capital at the individual 
level. Findings suggest that when participants decided to share their mental health 
experiences online they felt they were taking control of their mental health problems and 
actively seeking to empower themselves. Participants described how this process reduced 
feelings of shame and enabled them to reclaim some power from the ‘condition’. Sangeorzan 
et al., (2019) propose that through the process of vlogging participants regain a sense of 
competence, purpose and positive self-regard.  
 Berry et al., (2017) identified the theme ‘Tweeting as an empowering coping 
mechanism’ in their responses to the #WhyweTweetMH hashtag. Participants described 
valuing opportunities to have a voice and feel heard, as well as for documenting recovery; for 
example, using past Tweets as a mood monitor. Participants also emphasised that this was a 
useful tool for publicly sharing experiences of the mental health system and services a way 
which they would find difficult to do offline.  
 Several studies do not explicitly mention empowerment, but outline themes that could 
be understood as empowering at both individual and wider societal levels. For example, SNS 
were thought to provide opportunities for people to assert their voice and identity beyond the 
‘illness identity’ (Naslund et al., 2014); feedback to services and influence the direction of 
support (Shepherd et al., 2015 ); and to feel more equipped, active and goal orientated when 
navigating the mental health system (Kummervold et al., 2002). However, more explicit 
exploration of participants’ views on the potential for online spaces to empower is needed to 
understand if participants are experiencing these opportunities as empowering.  
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 Challenges to recovery  
 
 Despite exploration of  potential risks, challenges or drawbacks of using SNS being 
limited, the potential for these spaces to present threats to recovery are touched upon by a 
small number of studies. Two studies mention factors which challenge the view that these 
spaces provide opportunities for freedom of expression. One study reported that some 
participants experience uncertainty about what to say, doubt about the value of their 
contribution and identified a theme of self-censorship (Haberstroh & Michael Moyer, 2012). 
Another study identified the concern that posters have no control over how what they post 
will be received and understood and highlight that anonymity might not be certain due to 
sharing of potentially identifiable information (Salzmaan-Erikson & Hicdurmaz (2017).   
 A small number of studies raise questions around the quality of information found in 
online spaces and suggest that this may pose risks for participants. Authors caution that ‘bad’ 
information online was reported to exacerbate ‘symptoms’(Lal et al., 2015). Nasland et al., 
(2014) suggest possible challenges to recovery may be caused by uncertainty about the 
trustworthiness of an online peer’s comments and their applicability to their own experiences. 
The authors speculate that access to inaccurate or irrelevant information may increase anxiety 
or confusion about one’s own experiences. They also surmise that as online spaces facilitate 
vast social comparison, this could leave users feeling inferior if they perceive others as 
coping better or being further along in their recovery. However, these are the authors’ 
reflections on the potential challenges of SNS, not participants views or experiences. Another 
study identified the potential risk of judgments and threats as a barrier to deriving benefit 
from online spaces (Smith-Friergerio, 2019).  
 The few studies which sought to explore the impact of using these online spaces on 
recovery outcomes measures could be viewed as contributing to a growing understanding of 
the limitations of SNS to impact on recovery outcomes. Kaplan et al., (2010) attempt to make 
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sense of contradictory findings from their RCT, which suggest participants can value the 
online group forum, experience involvement in it positively, yet still report higher levels of 
distress. A potential explanation given is the possibility that greater levels of distress may 
lead to increased participation. Despite young people reporting positive experiences of the 
online support group for depression, Horgan et al., (2013) reported no significant difference 
in scores on the Centre for Epidemiology Studies Depression Scale (CES-D) at follow-up. 
Similarly, one study utilised an experimental design (Lewis, Seko & Joshi (2018) to assess 
the impact of exposure to hopeless and hopeful messages of recovery on participants 
perceptions towards recovery from self-injury. There were limited significant findings in 
terms of the impact of these messages on recovery self-efficacy or mood. 
 These findings suggest a need for further exploration of the relationship between 
participant’s distress, participation, and experiences of online support groups. In addition, 
consideration should be given to the measurements of recovery utilised, and whether these 
capture recovery processes and outcomes that participants report to be relevant to their 
experience of using these online spaces.   
 Frequency of use 
 All included studies used data from participants who actively use online platforms. 
Three studies have reported a link between higher active usage and a range of recovery 
outcomes. Houston et al., (2002) measured participants’ depression severity using the CES-D 
scale and frequency of support group use. Multivariate analysis found more frequent users 
were more likely to have reduced levels of depression than less frequent users, after adjusting 
for factors such as age, gender and baseline CES-D scale scores.  
 Another study also utilised formal recovery outcomes to explore the impact of levels 
of activity in online forums. Ma & Sayama (2015) developed a ‘social network structure’ 
among the 200 patients sampled from PatientsLikeMe database and explored correlations 
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between the ‘recovery of patients’ and their ‘levels of activity’ online by measuring the 
numbers of ‘helpful marks’ and ‘posts and views’ each person received. Authors report 
online social activity measures, such as the number of incoming social connection, and 
number of posts and views, were significantly correlated with improvements in all recovery 
outcomes measured, except for stress (Ma & Sayama, 2015).  
 Barak & Dolev-Cohen (2006) sought to investigate whether the degree of ‘active 
involvement’ in an online support group impacts on the ‘distress level’ of those using them. 
The authors collected all the messages and comments shared in an online support group by a 
group of adolescents suffering from ‘mental distress’ to determine how active each 
participant was in the group. Findings suggest that active involvement in a support group 
reduces levels of distress two months on. However these studies methodologies lack 
exploration of participants’ views on links between frequency of use and levels of distress. 
Further limitations include a lack of exploration of other factors, which may impact on 
frequency of use and/or levels of distress, such as participants’ stage of recovery, levels of 
engagement with other types of support, and number of prior positive or negative experiences 
on these forums.  
Discussion 
 
 This review analysed and synthesised the current literature on online communities 
used by people with mental health problems. Findings suggest the main types of online 
communities that people with mental health problems are accessing to discuss their mental 
health include moderated and unmoderated support groups and a range of social media 
platforms. A limited number of studies explicitly explored how specific factors of these SNS 
might impact on participants’ experiences, such as the presence of moderators, and only one 
study attempted to compare different types of SNS. As such, it is difficult to determine if 
there are specific factors which impact on the experience of using these different online 
  
44 
spaces. Studies which did report on demographic information of participants show that these 
online spaces are being used by people with a wide range of mental health problems, 
suggesting commonalities across diagnosis in terms of who is accessing these spaces and how 
they are being used.  
 Regarding how SNS can support or hinder recovery, the factor thought to support 
recovery given most prominence is the opportunity to access and provide social support. The 
social support, both emotional and informational, found in these SNS is proposed to validate 
and normalise experiences, reduce feelings of isolation, and reframe ‘illness’ experience and 
identity. In addition, social support is linked to building confidence and promoting the use of 
self-management and coping strategies. These SNS are also thought to promote recovery 
through the opportunity they present to challenge stigma, enhance or stimulate 
empowerment, and to process experiences or vent emotions. Factors relevant to these positive 
processes include the anonymity provided, feelings of safety and no judgment, feelings of 
control over when and how support is accessed, and the fact that this is not support 
participants feel that they have access to offline. The importance attributed to the emotional 
support provided by these spaces fits with research suggesting social support is key, as people 
with mental health problems often face stigma and can be socially isolated (Wang et al., 
2018).   
 Challenges or threats to recovery include: the potential for worries about online social 
interactions; feeling the need for self-censorship; perceiving a lack of control over responses 
to posts; concerns about the limits of confidentiality; and the potential for access to unhelpful 
or inaccurate information. A small number of studies acknowledged that these spaces present 
the opportunity for vast social comparison, and as a result surmise that they may impact on 
participants perceptions of how well they are doing in their own recovery and could 
exacerbate symptoms. Challenges to recovery posed by these online spaces were given 
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considerably less exploration. Reasons for this may be that findings highlight an over-
representation of positive experiences as participants who have had negative experiences may 
be less likely to take part in research exploring links between using these spaces and 
recovery. In addition, users who have experienced more harmful impacts may no longer be 
using these spaces, or may be less active and so online content would be minimal.  
 The limited number of studies using structured outcomes measures to assess the 
impact of using these online spaces, found little statistically significant improvements in 
symptomology or more personal recovery related concepts such as hope. This could reflect 
limitations of these spaces to impact on recovery outcomes. Alternatively, these studies’ 
methodological limitations may have impacted on these findings. Another possibility is that 
these findings could reflect wider issues relating to the difficulty of trying to measure the 
more subjective and individual aspects of personal recovery (Shanks et al., 2013).  
 Finding the actual act of posting, writing or vlogging about mental health experiences 
therapeutic is noteworthy, and perhaps links to wider literature exploring the ways in which 
narrating, writing and blogging can foster healing from difficult experiences (Gu, 2018). 
Experiences of empowerment were described at two broad levels, individual and wider 
societal, which accords with findings from reviews specifically looking at the impact of 
online communities for people with EDs (Beardwood, 2019, unpublished thesis literature) 
and physical health problems such as diabetes (Brady et al., 2017). Authors attributed use of 
these online platforms to a growing sense of empowerment, as participants are provided with 
opportunities to increase their understanding and ‘take control’ of their mental health, leaving 
them more equipped and goal orientated in their recovery. In addition, SNS are thought to 
enable participants to ‘reclaim their stories’, assert their voice and identity in a way in which 
challenges wider societal stigma around mental health, which are key characteristics of 
‘personal recovery’ journeys (Shanks et al., 2013).    
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 As mentioned, most studies included were observational. Crucially, observational 
data is limited by the lack of access to demographic or clinical information and participants 
reports on their motivations and experiences of using these platforms and their perceived 
impact. The four studies which sought views directly from participants about their 
experiences were able to provide reports about the impact of these platforms in relation to 
personal recovery. However, there was variation in the quality of these studies, in terms of 
sample size and generalisability (Smith-Friergio, 2019). In addition, there was a distinct lack 
of exploration regarding the relationship between relevant recovery processes, such as 
empowerment or hope, experienced through online interactions and their transferability to 
offline contexts. Also, the lack of longitudinal studies was a limitation given that recovery is 
understood to be a process. It may be useful to explore the use and impact of these online 
platforms at different points in recovery journeys (Leitan et al., 2015).  
 Overall, these studies outline the types of online platforms used, how they are being 
used and suggest a number of benefits they can offer people with mental health problems. 
Considered collectively, they begin to build a picture of some of the processes occurring 
which may impact on personal recovery outcomes. However, due to the studies’ diversity 
regarding methodologies used, the various aspects of recovery under exploration, and the 
limitations present in study designs, many questions remain about the underlying 
mechanisms which may support or hinder recovery. 
 Research Implications  
 More data is needed from men and people from BME backgrounds to identify any 
similarities and differences in experiences and enhance generalisability of findings. Greater 
exploration of the factors which influence experiences, such as site moderation, frequency of 
use, active versus passive users, and interaction with availability of other support systems on 
and offline, should also be considered.  
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 Due to the majority of studies utilising observational methods, there is also a need for 
further research applying alternative designs such as quantitative, experimental and 
longitudinal. Experimental designs should involve randomisation, control groups and 
repeated measures where possible to evaluate the efficacy of utilising online spaces on 
recovery outcomes over time, due to recovery being conceptualised as a process or journey 
(Leitan et al., 2015).  
 However, a challenge for empirical research into recovery from MH lies in the 
complexity of the recovery construct itself (Drake et al., 2015). It may be that access to these 
online platforms supports some aspects of recovery but not others. A useful first step may be 
to explore in greater depth the views and experiences of people who have used, or currently 
use these spaces. Further understanding is needed regarding how the often polarised risks and 
benefits of SNS use can be integrated and understood in terms of impact on participants. 
Good quality, in-depth qualitative research is needed to untangle the underlying mechanisms 
and processes occurring within these online spaces which may be supporting and/or 
hindering aspects of recovery. Findings could then inform which recovery measures could be 
most appropriately used to capture the impact of using these online spaces on relevant 
recovery outcomes. Future studies should consider utilising methodologies which could 
provide a framework for understanding this complex area, such as Grounded Theory, which 
would enable a clearer representation of how SNS may be impacting on recovery processes.  
 Clinical Implications  
 
 The development of the recovery model, alongside the ability to gain access to 
unparalleled amounts of information online, and interact with service providers and peers, 
has been described as contributing to a shift in dynamics between service users and providers 
(Cotton et al., 2014). Consideration has been given to what this landscape shift means for 
mental health services (Cotton et al., 2014). Increasingly, services and professionals are being 
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encouraged to embrace and adapt to a ‘digital future’ in order to meet the changing 
expectations of service users (Cotton et al., 2014). Whatever clinicians’ individual familiarity 
with, or views on, digital platforms, it is crucial that they acknowledge that for many service 
users – particularly young people – SNS and digital tools are a central part of their social 
interactions. People with a wide range of mental health problems are using various online 
platforms and are actively seeking and sharing MH information online. It is imperative that 
service providers are aware of the ways in which people are utilising these digital platforms 
and their perceived impact in order to understand and support service users effectively.  
 For many, these online communities seem to provide support that participants do not 
feel is available offline and can be perceived as safe, supportive and non-judgmental spaces 
where participants are thought to be able to disclose often marginalised parts of themselves 
and challenge stigma. Therefore, they should be viewed as a potential source of support. 
However, the picture remains complex as contradictory evidence exists about the potential 
harms of SNS. Clinicians should be more active in exploring service users’ individual 
experiences of these online communities during assessment and provide spaces for people to 
discuss, educate and advise each other on the potential risks and benefits (Shafi et al., 2018). 
It may be useful for services to provide training for staff on the types of spaces available, 
how they are being used and emphasise both the potential for positive and negative 
experiences.  
Conclusions 
 This review adds to understanding of how people with mental health problems use 
and experience SNS for purposes related to their mental health. A range of online spaces are 
being used including popular SNS to connect and discuss a wide range of mental health 
experiences and topics. Emotional and information support found in these online spaces 
appear to be highly valued. Findings suggest SNS also indicate the potential for other 
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recovery related processes to take place such as empowerment, catharsis and processing and 
challenging stigma. Despite challenges to recovery being explored in less depth, a small 
number of studies highlight some potential risk factors, such as the potential for negative 
evaluations of self, risk of inaccurate information and threatening comments. Gaining a clear 
picture of the impact of using SNS on clinical and personal recovery outcomes remains 
difficult. This is, in part, because included studies differed in terms of the aspect of recovery 
explored and the methodology and outcomes measures utilised. Methodological limitations, 
such as most studies utilising observational designs also limits the strength of findings. 
Findings guide clinical implications and highlight the need for future qualitative research to 
further explore this complex and often contradictory field of social media and mental health.  
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Abstract 
 
 
Opportunities provided by Social Networking Sites (SNS) to voice opinions, challenge 
discourses, access information, and form networks of support have led SNS to be framed as 
empowering for people with mental health (MH) problems. However, existing research on 
the relationships between SNS and empowerment is limited and contradictory. This study 
aimed to build a theoretical model of this complex area. Semi-structured interviews were 
conducted with ten people with mental health difficulties regarding their use of SNS. 
Transcripts were analysed using constructivist Grounded Theory methodology. A cyclical 
model was developed, representing how participants’ appraisals about others’ relatability and 
feedback online activate positive or negative beliefs about aspects of their MH identity, 
guiding what experiences and aspects of themselves they make visible or hide on SNS. 
Feeling able to make stigmatised aspects of identity ‘visible’ activates empowering 
processes, namely having a voice, feeling part of a supportive community and gaining a sense 
of value and purpose. If participants perceive others as unrelatable and experience negative 
feedback they engage in disempowering processes of censorship, or hiding stigmatised 
aspects, which perpetuates feelings of shame and isolation. Findings are discussed in relation 
to extant theories of social identity and empowerment. 
Keywords: Social media, empowerment, identity, stigma, mental health   
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Introduction 
  
 
Mental health and Empowerment  
 
Commonly cited definitions of empowerment in psychological literature refer to the 
degree of “choice, influence and control mental health (MH) service users have over events 
in their lives” (Zimmerman, 1995 p581). The World Health Organisation’s (2012) statement 
on empowerment states that people with MH problems have historically lacked a voice to 
enable them to influence their lives, the services that they use, and wider societies’ 
stigmatising views. Empowerment processes are often conceptualised at individual, 
organisational, and community levels (Aggarwal, 2016). Empowerment is thought to be 
realised at an individual level through experiences which promote individuals’ beliefs about 
their ability to influence decisions about their lives (Aggarwal, 2016). Empowerment can be 
accessed at an organisational level through services’ readiness to consult with service users 
and learn from their experiences, and at a societal level through the creation of an 
understanding and responsive community (Zimmerman,1995; Aggarwal, 2016).  
A conceptual framework for personal recovery in MH identified empowerment as one 
of five key processes (Leamy et al., 2011). Factors found to increase MH service users’ 
feelings of empowerment include access to health information, increased involvement and 
choice around decision making (Grealish et al., 2013), and the opportunity to influence 
service design and delivery and challenge wider disempowering societal divisions (Aggarwal, 
2016). 
It has long been recognised that experiencing MH problems can significantly impact a 
person’s self-esteem and sense of identity (Yanos et al., 2010). At each level, empowerment 
processes are thought to involve identity change as people’s views of themselves and their 
position within the system and wider society adjust, incorporating a new sense of power, 
control, and value (Nelson et al., 2001). Tajfel’s (1978) social identity theory posits that 
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identity change does not happen solely at an individual level, but also at a group level, 
because one’s self concept is derived from social group membership. A growing body of 
research articulates relationships between ‘group identity’ amongst people with various MH 
difficulties and ‘recovery processes’, such as empowerment, particularly in the addiction 
(Best et al., 2015) and eating disorders fields (McNamara & Parsons, 2016). Through the 
empowering process of recovery-focused social group membership, ‘illness’ identity is 
thought to diminish in place of a new sense of self and purpose (Best et al., 2015).  
Social Networking Sites  
As Social Networking Sites (SNS) provide platforms for novel connections between 
individuals and groups, they are increasingly studied to further understanding about social 
identity construction in the online world (Shepherd et al., 2015). Additionally, the 
opportunities provided by SNS to voice opinions, challenge common discourses, feedback to 
services, access information, and form networks of support have understandably led SNS to 
be framed as an empowering platform for people with MH problems (Deen et al., 2013; Hunt 
et al., 2015; Kirmayer et al., 2013; Lober & Flowers, 2011; Ventola, 2014). 
Use of SNS, considered a ‘type’ of social media (Li, 2015), continues to 
exponentially increase. SNS have been defined as: 
web based services that allow individuals to 1) construct a public or semi-public 
 profile within a bounded system, 2) articulate a list of other users with whom they 
 connect, and 3) view and traverse their list of connections and those made by others 
 within the system (Boyd & Ellison, 2007 p211).  
Common usage of these sites include individuals and communities sharing, co-creating, or 
exchanging information, ideas, photos or videos, and liking or commenting on ‘followers’ or 
‘friends’ content through public or private messaging (Naslund et al., 2019). Research 
suggests that approximately 67% of the UK population are active users (Statista, 2020). 
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Facebook remains the dominant social platform, followed by YouTube, Instagram, Twitter, 
TikTok and Pinterest (Stastia, 2020).  
SNS and Empowerment 
Using SNS to search for online health information has become a popular online 
pursuit (Househ et al., 2014). The potential to harness SNS as a platform for communication 
is emerging as a focus in policy as a means of further promoting services which empower 
users (The Department of Health [DoH], 2012). The potential for shifts in control over health 
information and decision-making have been described as empowering people with MH 
difficulties, from positions of passivity to active participants in their health care (Hilty et al., 
2017).  
There is particular interest in online identity construction and management. It has 
been proposed that online social interactions are not constrained by usual social norms or 
power dynamics, allowing marginalised groups to have a voice (McKenna & Bargh, 1998). 
Goffman’s (1990) theory of identity suggests that identity is fluid and changes depending on 
the social interactions and perceived judgments and values of ‘audience’ members. 
Bulingham and Vasconcelos’ (2013) analysis of bloggers’ interactions suggests that 
Goffman’s theory can be applied to the online world. The authors report that online 
anonymity empowers users, as it provides a sense of safety, allowing people to perform and 
present different identities and conceal those which lead to marginalization in the offline 
world.  
However, increasingly people are using SNS to display an identity that centres their 
experiences of MH difficulties. For some people, being able to claim and share these aspects 
of themselves may be the empowering aspect of the online world. Applying Tajfel’s (1978) 
social identity theory to online social interactions, the need for belonging and membership to 
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a relevant social group may drive people to disclose stigmatised aspects of identity in order to 
connect with similar others.  
             Evidence for the relationship between SNS and service user empowerment is limited 
and contradictory. Existing studies exploring online interactions about health-related topics 
tend to focus on instrumental uses and key benefits of SNS, and the majority utilise 
observational, survey and structured questionnaire methodologies (Househ et al., 2014). The 
mechanisms through which SNS might lead to empowerment are under-theorised, and rarely 
explored in the literature. Empowerment is often presented as an assumed consequence of the 
opportunities enabled by SNS (Koteyko et al., 2015).  
A number of systematic reviews propose that SNS may be empowering for some 
users. Key benefits include the availability of information, peer, social and emotional 
support, and the opportunity to influence service design and delivery (Moorhead et al., 2013). 
Honesty and self-disclosure, enabled by the anonymity and neutralising of status online, has 
also been reported to foster empowerment (Barak at al., 2008). 
However, negative aspects of SNS such as the potential to access inaccurate 
information, online abuse, and concerns around privacy and confidentiality have also been 
highlighted (Moorhead et al., 2013; Barak et al., 2008). Cross-sectional, quantitative studies 
have found correlations between time spent on social media, reduced self-esteem, increased 
isolation, depression and anxiety (Pantic, 2014; Seabrook et al., 2016). This research 
indicates that online interactions have a negative impact on how people perceive themselves. 
The mechanisms through which SNS empowers or disempowers people with MH difficulties 
is not yet fully understood. A framework of understanding is needed to help make sense of 
this complex area.  
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Rationale and aims  
 
SNS are increasingly being described as empowering platforms, with the NHS actively 
encouraging their integration into clinical practice (Betton & Tomlinson, 2013; NHS, 2020). 
Further understanding of potentially empowering/disempowering processes on SNS is needed 
to enhance guidance for professionals seeking to understand this increasingly important 
aspect of service users’ social worlds (Keles et al., 2019). This study aims to explore the 
mechanisms through which SNS can be empowering/disempowering. A grounded theory 
(GT) methodology will be used as it allows for the development of process-orientated 
descriptions and explanations of complex social processes (Noble & Mitchell, 2016).  
The study aims to answer the following questions:  
a. What is the nature of participants SNS use for mental health related purposes and 
what impact do they feel this has on their experience of having a mental health 
problem? 
b. How do participants understand the impact of SNS use in relation to feelings of 
empowerment/disempowerment?  
c. What are participants’ perceptions of the processes involved in SNS use which give 
rise to empowerment/disempowerment? 
 
Method 
Design 
 
A qualitative design using a GT framework (Charmaz, 2006) was used to generate 
and analyse data.  
Participants  
Ten participants were recruited. Inclusion criteria were broad; anyone over the age of 
18; who identified as having a MH difficulty; who had used SNS for MH purposes. 
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Exclusion criteria included non-English speakers, those perceived to lack capacity to consent 
and those experiencing acute MH distress who could be negatively affected by taking part.   
Table 1 
Participant demographics and SNS used 
 
P  Age  Gender 
Identity  
 
Ethnicity  MH difficulty  SNS used  
1 25 Female White British depression, anxiety Facebook, Instagram, 
Twitter, online journal 
and blog site 
 
2 37 Female White British Borderline Personality 
Disorder (BPD),  
Eating Disorder (ED), 
depression 
Twitter, Facebook, 
The Mighty, Tavistock 
resources 
 
 
 
3 30 Male White British depression, psychosis, 
‘paranoid 
schizophrenia’, 
‘Bipolar’ 
Twitter, YouTube, 
Facebook, chat 
platform attached to 
podcast forums 
 
4 33 Female White Irish 
and Chinese 
depression, anxiety 
and BPD 
Twitter, Instagram 
 
 
5 33 Female White British ED, depression Instagram, Facebook 
 
 
6 53 Female Indian British PTSD, depression, 
anxiety 
Blog pages, Cora chat 
forums 
 
 
7 26 Female White British Depression and 
anxiety 
Instagram, Facebook, 
YouTube 
 
8 48 Male White British Bipolar, BPD, major 
depression, suicidal 
ideation 
Facebook (closed 
groups for BPD and 
open forums), Twitter, 
Instagram 
 
9 34 Female White Irish OCD, depression and 
anxiety 
Instagram, Twitter, 
Facebook 
 
10 42 Female Black British depression, anxiety Twitter, Instagram, 
Facebook 
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Procedure  
Recruitment. Participants were recruited through SNS (Twitter and Instagram). A 
poster and short video was Tweeted and asked to be re-tweeted by the researcher’s networks 
(Appendix F). The McPin Foundation and UCL research groups retweeted requests for 
participants. Information sheets and consent forms were emailed to all interested participants. 
At later stages of recruitment ‘theoretical sampling’ was utilised to follow up on gaps, refine 
and fill out emerging connections in the data (Charmaz, 2006; Breckenridge, 2009). 
Additionally, men and people from non-white ethnicities were actively sought to explore 
potentially differing perspectives and experiences of using SNS.  
Materials. Consenting participants were given a choice to be individually interviewed 
in person or via Skype. Three interviews were carried out in person at the McPin Foundation 
offices, seven interviews were carried out via Skype. Interviews lasted between 60-90 
minutes. Interviews were conducted using a semi-structured interview schedule (Appendix 
G) to elicit participants’ perspectives, meanings and experiences (Corbin & Morse, 2003). 
This schedule was modified throughout the data-collection process (Appendix H) to follow 
leads that had emerged within the initial data, namely categories requiring further 
exploration, elaboration and refinement (Charmaz, 2006). This study aimed for data 
sufficiency (Dey, 1999), where the generation of ‘new’ data ceased when ‘newness’ was not 
adding anything transformative to the overall model (Mason, 2010).   
Data analysis. Interviews were audio-recorded, transcribed, and coded using NVivo 
12 software. GT was used as it aims to develop an explanatory framework that can explain a 
process through the experiences of people within a particular social context (Creswell, 2007). 
GT allows for ‘interactions’ to be investigated, rather than simply ‘static conditions’; through 
this, theoretical constructs can be generated, capturing actions, nuance and dynamic 
processes (Charmaz, 2006; Stern, 1980). This was considered an appropriate methodology to 
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explore the relatively new and under theorised world of SNS and its complex social processes 
(Stern, 1980). A constructivist position was adopted as it acknowledges both the researcher’s 
subjectivity and active role in constructing and interpreting the data, rather than an ‘objective 
reporter of facts’ (Charmaz, 2006; Mills et al., 2006). In line with constructivist 
understandings of embracing ‘multiple realities’, this model represents one explanatory 
account, one way of negotiating meaning, reflecting the interplay between the researcher and 
the data (Mills et al., 2006).  
Data analysis and collection were conducted simultaneously in an iterative process 
(Charmaz, 2006). The GT methods of analysis illustrated in Table 2 were utilised to produce 
an integrated model (Charmaz, 2006).  
Ethical considerations  
Approval. Ethical approval was granted by the Salomons Centre for Applied 
Psychology Ethics Panel (Appendix B).  
Informed consent. Information sheets and consent forms (Appendix C & D) were 
sent to participants and opportunity to ask questions was offered. Participants were given at 
least 24 hours from reading the consent form to participating and were encouraged to 
carefully consider their decision.  
Data protection and confidentiality. Interviews were recorded using a dictaphone. 
Recordings were transferred to a password-protected computer, accessed only by the 
researcher. Anonymity was protected by allocating participant numbers to transcripts. 
Participants were aware that they could withdraw at any point and their data would be 
destroyed.  
Potential harm to participants. Participants were reminded to only share what they 
felt comfortable sharing. Participants were able to nominate a named person the researcher 
could contact if they were distressed by the interview. Participants were also offered a debrief 
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at the end of interviews, and were informed that they could contact the researcher or the 
researcher’s supervisor if they had concerns.  
Feedback. Results will be shared with participants and Salomons Centre for Applied 
Psychology Ethics Panel (Appendix E).  
 
Table 2 
GT methods of analysis used 
Phase of analysis GT method Description  
1st stage  of 
coding  
Initial coding.  Line 
by line coding of 
first four 
transcripts.  
Involved very close reading of the transcripts, naming 
each ‘word, line or segment of data’ (Charmaz, 2006). My 
aim was to remain open at this stage to all possible 
theoretical directions in my reading of the data so initial 
codes were provisional. I was consciously looking for 
leads to pursue or early analytic ideas that required 
exploration and ‘filling out’ (Charmaz, 2006) in further 
data collection and analysis.  
 
2nd stage of 
coding  
Focused coding  In this phase, I became more focused and selective as I 
tried to scrutinise and pinpoint the most salient or frequent 
initial codes. Codes then moved away from being purely 
descriptive to conceptual (Glaser, 1978). These focused 
codes were then ‘tested out’ for fit and usefulness, 
enabling me to separate, sort and synthesise larger chunks 
of data, refine focused codes and delineate properties and 
relationships. Again, analytic ideas and tensions in the 
data were explored in subsequent data collection/ analysis.   
 
3rd stage of 
coding  
Theoretical coding  This was an ongoing process throughout all stages as I 
was always working to develop and refine focused codes. 
However, as data collection and analysis progressed, I 
explicitly began developing ‘theoretical codes’ to make 
sense of the data, and the nature of the relationships 
between the categories. It helped me to think of this stage 
as ‘weaving the fractured story together again’ (Glaser, 
1978, p72). My theoretical codes are integrated into the 
model and describe possible relationships between 
categories.   
 
Ongoing 
throughout data 
collection and 
analysis  
Memo-writing  The ongoing activity of memo-writing helped form the 
core of my analysis. The process of  taking my codes 
apart, breaking them down and analysing them in memos 
shaped how I came to understand parameters of my 
analytic codes and the relationships between them. The 
memos I wrote pushed me to compare data, develop ideas 
and directed further data-gathering (Charmaz, 2006; Birks 
& Mills, 2015).  
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 Diagramming Diagramming helped me throughout particularly when I 
was trying to integrate ideas and tease out relationships 
between  categories (Strauss & Corbin, 1998). Visually 
mapping categories clearly illustrated where gaps and 
tensions lay pushing me back to my data explore these 
properties of categories and relationships between them 
further.   
 
Constant 
comparative 
analysis   
This process of constant comparison (from raw data to 
raw data, raw data to codes, codes to codes, codes to 
categories and categories to categories) continued until the 
model was fully integrated (Birks & Mills, 2015).  
 
Quality assurance. Reflexive methods of quality assurance were employed to 
account for the researcher’s subjectivity (Charmaz, 2006). Reflexive processes are considered 
important to explicitly identify how meanings were constructed (Tufford & Newman, 2010). 
A positioning statement was written (Appendix I) following a bracketing interview prior to 
data analysis to make visible the researcher’s assumptions, and beliefs about the research 
topic (Tufford & Newman, 2010). To promote a reflective and transparent account of 
category development, initial codes were grounded in data and examples of category 
development (Appendix J & K), extracts of coded transcripts, memos and diagramming are 
provided (Appendix L, M, N). A data sample were coded by the researcher’s supervisor to 
enhance reliability of analysis, with 94% agreement. A reflective research diary was also 
written throughout (Appendix O).  
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Results 
 
Overview of the Grounded Theory Model  
This model is active and represents different people, different parts of people’s 
identity and phases of use over time, as people continually interpret and reinterpret aspects of 
their identity in relation to others on SNS in their efforts to find a valued MH identity. For an 
overview and brief description of the core and sub-categories, see Table 3. This is followed 
by a detailed explanation of categories within the model and how categories interrelate. 
Direct quotes exemplify participants’ experiences of processes captured by the categories. 
The cyclical model is shown in Figure 1. 
 
Table 3 
 
Categories and Sub-categories of a Model of ‘The Activation of MH Identity Processes 
Leading To Connection and/or Isolation on SNS’ 
 
Categories  Sub-categories   Description 
A. Seeking positive 
MH identity 
 
 
 
 
 
 
 
 
 
 
1. Needing to know I am 
normal.  
 
 
2. Seeking support from 
people that occupy the same 
world.  
 
 
 
 
 
 
 
 
 
 
 
The overarching reason that people 
use SNS in relation to their mental 
health. Participants were seeking to 
understand parts of themselves and 
their experiences and find valued MH 
identity through connecting with 
others with similar experiences, 
something they lacked in their offline 
world.   
 
Whilst participants perceived SNS as 
providing opportunity to gain this 
positive sense of MH identity, they 
continued to use SNS for this purpose. 
When participants saw no opportunity 
for this they withdraw completely.  
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B. Evaluating safety of 
use and opportunity 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
3. Appraising others as 
unrelatable, unsupportive, 
judgmental and/or 
inauthentic 
 
 
 
 
 
4. Appraising others as 
relatable, supportive and 
authentic. 
 
 
These sub-categories contain 
appraisals participants make which 
inform their evaluations of safety 
from threats to their self-image or 
status, and opportunity to 
build/strengthen a positive sense of 
MH identity. These factors shaped 
and influenced beliefs about aspects 
of their identity perceived to be 
acceptable/unacceptable and guided 
how people use SNS.  
 
 
Experiencing a lack of shared MH  
identity with others online and/or the 
presence of stigma compromises 
participants’ sense of safety on SNS 
and the opportunity for gaining a 
positive sense of MH identity is 
perceived as low.  
 
 
Experiencing a sense of sharing 
aspects of MH identity with others 
who are viewed as supportive and 
authentic creates a sense of safety on 
SNS and the opportunity for gaining a 
positive sense of MH identity is 
perceived as high.  
 
 
C. Appraisals activates 
positive or negative 
beliefs about 
‘stigmatised’ 
aspects of identity 
5. Feeling validated and 
understood 
 
6. Feeling invalidated and 
different  
If appraisals are generally positive 
and people perceive others as 
relatable and supportive, this activates 
positive beliefs about aspects of MH 
experiences and identity, leaving 
people feeling validated and 
understood. If these appraisals are 
generally negative this activates 
and/or strengthens negative beliefs 
about aspects of their identity and 
leaves people feeling invalidated and 
different from others on SNS.   
 
 
  Activation of beliefs about aspects of MH identity guides how people interact online. Either/both;  
 
D. Making visible 
aspects of 
stigmatised identity  
 
 
 
                         
7.  ‘Getting it out’  
 
8.   Having a voice 
 
 
 
 
The extent to which negative or 
positive beliefs are activated then 
guides participants’ decisions about 
what, when, and how to share and/or 
post on SNS. Those who have had the 
experience of relating to others 
posts/content, and as a result had a 
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E. Hiding 
stigmatised    
aspects of identity 
 
 
 
 
 
 
 
 
 
 
9.  Self-censoring 
 
 
 
 
 
 
 
part of their identity/experiences 
validated and understood, feel 
empowered to reveal/ make visible 
these parts of themselves and gain the 
experience of ‘having a voice’.  
 
Those who lack this experience of 
relating to others’ posts or content  
consciously hold back aspects of their 
experiences or selves as they fear they 
would not be understood or validated. 
As a result they self-censor their posts 
or stay completely hidden with 
‘safety’ in mind (category D).  
 
 
 
F. Evaluation of  
‘feedback’ and 
renegotiation of use  
 
 
 
 
 
 
 
 
 
 
 
 
 
G. Strengthening/ 
adjusting beliefs 
about aspects of 
MH identity  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
10. Feeling valued and 
connected  
 
 
 
 
 
11. Feeling ashamed and 
isolated  
 
 
Due to the nature of SNS, participants 
received constant ‘feedback’ through 
the presence or absence of likes, 
followers and responses to their posts. 
Evaluation of feedback either 
validated or invalidated their 
experiences and aspects of their 
identities. Most participants actively 
negotiated how they use SNS and 
their ‘visibility’ online, curating their 
SNS and negotiating psychological 
and physical boundaries, to increase 
feelings of safety and/or to enable 
them to connect to similar others.  
 
 
When this feedback was perceived as 
generally positive participants 
experienced a sense of connection to 
a wider group/ community and could 
integrate aspects of their MH identity 
with having a value and purpose.   
 
When this feedback was perceived as 
generally negative participants were 
left feeling shame and isolation due to 
their experiences/ aspects of their MH 
identity.  
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Core category  
 
The core category identified in the data was ‘The activation of MH identity processes 
leading to connection and/or isolation on SNS’. A summary of how categories and sub-
categories relate to this core category will be described in this section. Participants use SNS 
in order to connect with others with MH difficulties, with the hope of building a positive 
sense of identity in the context of their MH. When participants come online, beliefs about 
themselves, their MH experiences, and their identity are activated in relation to the others 
they are interacting with. How participants use SNS depends upon their evaluations of 
‘safety’ and whether they perceive opportunities to gain validation of their experiences and 
themselves. If they perceive others as relatable and supportive then more positive beliefs 
about themselves and aspects of their MH identity are activated, which increases feelings of 
safety and opportunity to build a positive MH identity. The activation of these positive beliefs 
empowers them to participate more actively, such as sharing and posting about themselves 
and their experiences. If they perceive others on SNS as different and unrelatable to 
themselves, negative beliefs about aspects of themselves are activated, which decreases a 
sense of safety and opportunity to build a positive MH identity. The activation of these 
negative beliefs about aspects of their identity motivates them to hide those aspects they 
perceive as different and/or unacceptable.   
This model suggests that for people with MH difficulties using SNS to enhance their 
MH identity, the extent to which they feel able to make stigmatised aspects of themselves 
‘visible’ is crucial. It also suggests that empowering and disempowering processes often 
happen concurrently depending on the activation of beliefs about aspects of their MH 
identity. Some participants were active (posting and sharing), had a high number of 
followers,  and perceived feedback from others as generally positive, which provided some 
validation. However, these participants simultaneously made decisions about what to hold 
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back or hide regarding their MH experiences, due to perceived stigma about what is or is not 
acceptable to share online. This simultaneously leaves people feeling invalidated and 
different in one aspect of their identity at the expense of feeling validated and understood in 
another. Participants who appraise others online as unrelatable expect to experience stigma if 
they share aspects of themselves. They therefore struggle to overcome perceived risks to 
safety and stay hidden (never posting or sharing about themselves). These experiences of 
self-censoring or hiding activated and strengthened negative beliefs about already 
marginalised aspects of their identity.  
Others are not as active, and do not have as many likes or followers, but generally 
appraised others on SNS as relatable and supportive. These appraisals activate positive 
beliefs about aspects of their MH identity. They feel safe enough and appraise good enough 
opportunity for validation on SNS platforms, to share their ‘darkest thoughts’. Sharing 
creates the experience of having a voice and owning their own story, enabling them to feel 
meaningfully validated by, and connected to, others. As a sense of belonging to a valued 
social group on SNS grows, so too does the sense of having a value and purpose, which 
enabled participants to feel empowered to collectively challenge societal stigma about MH.   
The way in which participants interact with SNS for MH is not static; it constantly 
evolves in response to appraisals made of the SNS environment, others using it and the 
‘feedback’ received. This feedback leads to active attempts to re-negotiate use to increase 
visibility and authenticity, for example through curating sites or employing psychological or 
physical boundaries. This enables participants to increase contact with others they relate to,  
who make them feel validated and connected, and decrease contact with those that leave them 
feeling ashamed and isolated. This gives another opportunity to seek a positive MH identity 
through connecting with supportive others appraised to have shared experiences/identity.  
 
  
79 
 
 
Detailed descriptions of categories and sub-categories  
Category A: Seeking positive MH identity  
Participants described their motivations for using SNS specifically for MH related 
purposes, such as searching for spaces to have conversations about MH with people who they 
felt would understand. Participants described how SNS enabled them to interpret their own 
experiences in relation to others and to assess whether their experiences were normal. 
Needing to know I am normal was explicitly and implicitly present in participants’ reasons 
for seeking and staying on these SNS.  
P6: ...It's like I need clarification...that it's OK to feel the way that I feel.....it’s that 
needing to be normal 
A perceived absence of people to talk to about their MH with offline led to participants 
seeking support from people who occupy the same world and who might be able to 
validate aspects of their MH identity and experiences. Participants either described a lack of 
available support, “so it’s not like I can say it to a friend, oh, I’m really struggling, because 
there was no one to say that to” (P1) or described finding online conversations easier 
“because you can find people that you can have conversations with that you can't have with 
people that are immediately around you" (P3).  Participants valued being able to have 
conversations and open up without any “big reactions” (P10).   
P8: I don’t think you sometimes get that offline because when your family, loved 
ones, friends... their view point is X’s not very well, what do we need to do to keep 
him safe. That's their main focus whereas the people online... they have probably been 
where I am, they have probably felt how I feel, so to me there is that immediate 
content and connection you have got with someone that you don’t have offline. 
Finding others who occupy the same world, people who “get it because they struggle too” 
(P10) was key. Participants dismiss seeking support from people offline as they “don’t 
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understand because they don’t have any lived experience” (P8) they “don’t occupy the same 
world, basically” (P3). This perceived understanding encourages participants to open up as 
they “don’t need to find the ‘right’ words because they understand what you are on about, 
you don’t have to explain it” (P1). Participants were looking for a sense of connection and 
belonging, and an experience of being understood.   
Category B: Evaluating safety of use and opportunity to build/strengthen a positive 
sense of MH identity 
Participants described a way of interacting with SNS which involved a weighing up of 
risk versus reward, to stay psychologically ‘safe’ whilst seeking opportunities to 
build/strengthen a positive sense of MH identity. Participants used appraisals they made of 
others on SNS as information about their own experiences and aspects of their MH identity, 
either that they were shared and acceptable or different and unacceptable. These appraisals 
compromised or increased participants’ sense of ‘safety’ and ‘opportunity’ to build a positive 
sense of MH identity on SNS.  
Participants’ negative appraisals of others online were a key barrier to perceiving a 
sense of safety and opportunity. Many participants highlighted perceived differences between 
themselves and others posting online, conveying a sense that others are unrelatable. 
Sometimes this was due to appraising themselves and their experiences negatively compared 
to others, feeling that they were not “as good at recovery” (P10) or noticing that 
“sometimes... you see someone saying something really inspirational and doing really well, it 
can make you feel worse because you feel like, well I’m a failure” (P5). Other participants 
shared negative appraisals of others which impacted on their ability to relate to them.  
P2: So sometimes when I look at stuff, I just think like....It's so self-indulgent and so 
kind of narcissistic. 
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Participants questioned the genuineness of other users’ distress, perceiving posts as 
inauthentic.  
P3: I'm quite cynical, but it does seem like people are just using suffering as a way to 
gain a kind of online presence. 
Many participants described examples of other users being unsupportive or judgmental, due 
to offering unsolicited advice or invalidating their MH experiences. This compromised their 
sense of safety and opportunity. 
P6: Yeah, because it was just too scary, too much because it was okay when people 
accepted or understood. But when they turned around and thought, you're being 
silly... I just couldn't deal with that.... 
Participants implicitly and explicitly described how perceiving stigma within SNS networks 
influenced what aspects of themselves or their experiences they felt would be acceptable and 
which would be negatively judged. Many described what they perceived to be inauthentic 
stories of distress, with thin narratives of overcoming mental health difficulties. These 
narratives were perceived as neglecting important aspects of people’s lived experience, 
“you’re not getting a true representation of a full human being and a full life with all the 
negative bits and the really hard bits, you are getting a really edited version online” (P3).  
P10: If anything there is more stigma, because a lot of the things online are like, well, 
I did this and now I'm fine. 
For many of participants, this fear of negative judgment was heightened by the possibility of 
being criticised or shamed so publicly. 
P5: You know, if you see someone face to face, they comment and you hear it. I 
mean, people around you might hear it but not everyone. If they comment, everyone 
will see it. It's like. That's massive...That's completely different. ..it's also kind of like 
captured in time as well. 
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 Participants also reported several experiences on SNS which increased their sense of 
safety and opportunity to build a positive MH identity online. All participants - at different 
points and to different degrees - found people to connect with whom they appraised as 
authentic, relatable, and supportive.  
P4: So when I post I can see that they're saying, you know, they're invariably saying 
things like being understanding, empathetic, relating to it, comforting or motivating 
and supportive. 
These positive appraisals of others provided a strong sense of connection between people 
with shared experiences on SNS.  
P8: ..there's honestly been some people and I know it's been vice versa where it's just 
like, oh my God, like I could have written that..and that is a very strong, very deep 
kind of connection kind of feeling. 
Often, participants described being protected from negative impacts of stigma and negative 
judgments when “other people, people that follow me like took up the mantle” (P4) to support 
them. Others described a feeling of “casting the net wide” (P2) to large numbers of people 
when seeking support online, increasing the chances that someone would respond 
supportively.  
Category C: Activation of beliefs about MH health identity  
Participants’ evaluations of safety and opportunity depended upon appraising others 
as relatable, supportive and authentic. These appraisals then activated beliefs about 
stigmatised aspects of their identity. When participants made positive appraisals of others 
online, this impacted on how they viewed/ understood themselves and their experiences, and 
appeared to challenge previously held beliefs about being alone and different, enabling them 
to feel validated and understood.  
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P6: It's really important for me because so many different things have happened and 
knowing that other people are also suffering or have also had the same difficulties 
then. It helps me to move on. Yeah, and to accept that actually, it's OK. 
As participants described their positive appraisals of others online, there was an implicit 
sense that this impacted on how they could view themselves. That is, that they could suffer 
and also be strong and likeable people.   
P8: but when I got mentally ill and I started meeting people who I thought were good 
people down to their core, em I just thought I want to be with these people. 
Connections they made with others who they appraised positively seemed to enable them to 
integrate and/or reframe aspects of their own vulnerability and stigmatised aspects of identity 
into a more positive sense of self.  Having had these difficult experiences could be seen as 
valuable, increasing self-understanding and connection with a valued group of others.  
 However, when appraisals were made that compromised safety and opportunity, such 
as seeing people as unrelatable, judgmental and/or inauthentic, participants felt invalidated 
and different, activating beliefs about the ‘stigmatised’ aspects of their identity.  
P2: But I also think that life...and my mental health is so fragile, I’m not like these 
other people... 
Participants’ beliefs about aspects of their MH identity then guided their decisions about what 
they chose to share with others about themselves and their experiences.   
‘Visibility’ of stigmatised aspects of their identity on SNS. 
Category D: Making aspects of stigmatised identity visible  
The activation of positive beliefs about aspects of their MH identify enabled participants to 
take greater risks with what they shared with others online and resulted in increased 
confidence and self-assurance that others would be accepting and supportive.  
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P8: And I am able in those groups to share some really dark things about my life in 
the knowledge that a high number of people in those groups will be able to relate back 
to me. 
Participants spoke about several benefits of feeling able to post and share their 
authentic experiences with others online. Constructing posts required reflection, and enabled 
processing and ‘getting it out’.  
P8: ...a lot of what I post, I post just because I need to get it out of my head. I used to 
journal quite a lot. Now I don’t do that so much, I post it online. 
Many participants reflected that through openly talking about their MH difficulties on SNS 
they gained a sense of making themselves known and heard, and described the experience of 
having a voice.  
P7: it can allow you to have a voice or maybe a louder voice if you feel you already 
do in some ways that that you could not have before. 
Category E: Hiding aspects of stigmatised identity  
Most participants describe using SNS in a way that falls into this category to some 
degree. That is, self-censoring their posts based on their perception of how they would be 
perceived by others. For many, this was about hiding aspects of their MH difficulties which 
they felt other people wouldn’t understand or accept.  
P9: Some of the intrusive thoughts I have are around it like, you know, OCD...So 
around like paedophilia or hurting people....And I'm, I'm not gonna share those 
online....I would just be so scared that people wouldn't understand what I was saying. 
For others self-censorship was due to feeling “typecast” (P3) and a fear of moving away from 
acceptable or ‘palatable’ recovery journeys, despite it feeling inauthentic and leaving much 
left unsaid, “I’m too scared to say the things I want to say... In case I get judged” (P7). 
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Many participants perceived pressure to be ‘the angel of recovery’ (P1) suggesting that it 
might be acceptable to have been ‘unwell’ as long as you are now recovered.  
Participants described talking “generally about diagnosis or mental health awareness” (P5) 
feeling safe but not “sharing personal experiences” (P6).  
P3: I could be a little more candid on there..., like I’ve probably got maybe 50 or more 
drafts and tweets and stuff..., well there’s been a reservation about me sharing them so 
they have just been stockpiled in a drafts warehouse... 
R: And the reservations...What is that about? 
P3:.. I feel like there is a pressure on me to be kind of recovered in a way so I would 
never post about current struggles....I feel like I need to be the story of recovery, and 
where does current distress fit in with that?  
Some participants described feeling their MH was being “monitored” (P3) by friends, family 
members or work colleagues. As different groups of people from various aspects of their 
lives follow them on SNS, negotiating what feels safe to post becomes increasingly difficult.  
P5: Maybe there's some people I'd feel comfortable with. Some people I wouldn't. 
Therefore, I can't be completely open to everyone on my Instagram feed.  
Many participants faced this dilemma of whether or not they could publicly integrate their 
MH identity with other aspects of their identity known in different contexts, such as 
professionally or within their family without being stigmatised “You know I need to pay my 
bills first and foremost, I worry it would compromise my job.” (P10).  
R: And so the kind of exposing yourself....What did you imagine might happen?  
 
P3: At the most extreme get sectioned, again, probably... 
 
As participants chose to share and hide aspects of their MH experiences and identity, 
interactions on SNS could be simultaneously validating and invalidating. This enabled 
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participants to feel stronger and more confident about validated aspects of identity, but 
perpetuated feelings of shame and isolation regarding the ‘hidden’ aspects of identity.  
 If participants’ evaluations of risk and opportunity left them feeling too unsafe to 
share any of their MH experiences, they remained completely hidden. Some participants 
retreated to this position after experiencing invalidating responses to their previous posts, 
either through negative responses or through receiving “no response to screams for help” 
(P2).  
P6: And that really freaked me out because I just thought these people are having a go 
at me and.... And so I never wrote a blog after that...I just keep my experiences to 
myself...no I’m not active after that.  
Category F: Evaluation of feedback and renegotiation of use  
In the model, evaluations of feedback are made at every stage to guide decisions 
about how to use SNS and these evaluations activate beliefs about participants’ sense of MH 
identity and guide use. Feedback can take many forms: visible responses to posts, a lack of 
response (which is often perceived as disapproval) and/or how they are left feeling after using 
SNS. All participants described a conscious process of stepping back and reflecting on how 
SNS was making them feel overall. These points of reflection seem to punctuate ‘phases of 
use’, with all participants describing using SNS for MH in different ways at different times.  
P3: I'm always kind of trying to change the way I use it to try and like find this way of 
using it, that’s like the best way of using.  
After noticing the negative impact their social media use had on their mood, participants 
described an active re-negotiation of use. These included creating boundaries, both ‘physical’ 
and ‘psychological’ to enhance feelings of safety and/or opportunity to gain a positive MH 
identity. Boundary-setting involved consciously thinking about what they would or would not 
feel comfortable sharing.  
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P4: ..because I'm sharing personal stuff I need to have gone through my like internal 
processing of it first, to know that I'm OK with it and I know what it means before 
sharing it with other people. 
Participants described making psychological adjustments to reduce the negative impact they 
experienced, changing the way they are thinking about and approaching certain interactions 
online and depersonalising negative content.  
P3: Where it’s made me really angry and just like kept putting me in a bad mood... So 
now I just kind of said to myself, instead of kind of actually trying to engage with the 
issue in an intellectual manner, just be like funny about it. 
Creating boundaries also included careful consideration of how much support they could 
offer others without it negatively impacting on their wellbeing.   
P1: And I think it's really important to remember that you are not responsible for 
anybody online and their behaviour, that eases it a bit. 
Using some platforms over others was also a way that participants negotiated safety and 
opportunity.  
P1: I might do a little bit on my Tumblr because that’s just what I've always kind of 
got to do with it. But I don't do that so much on like really open channels where 
there's a lot of people who know me in real life.  
Curating accounts also increases feelings of safety, with participants experimenting with 
visibility, making different platforms or posts private or public, often avoiding or blocking 
people or content which causes distress. 
P10: I think I've learned to kind of avoid certain ways of talking or kind of having 
stupid debates and I’ve avoided like stupid people or like well, nasty people. 
  
88 
 
 
Some participants described feeling less of a need to seek a positive MH identity online as 
they experienced improvements in their support offline. They remained present but less 
active, withdrawing as their needs changed. 
P1: So I think recently and probably quite positively. I've been much more open and 
honest with people offline about what's going on than I have online. I don't very often 
at all really post. 
A few participants who had found it hard to negotiate a safe and beneficial way of using SNS 
platforms tended to dismiss and withdraw from these spaces, perceiving no opportunity to 
build a positive MH identity for themselves online.  
P2: So I think at the moment I don't know how good it's really making me feel. So I'm 
not really going on as much... I’ve just never found it helpful...and it's so awful and 
I'm just like, seriously, I don’t wanna be part of this whole thing...  
Category G: Strengthening/adjusting beliefs about aspects of MH identity  
Participants who felt able to make visible aspects of their MH identity and appraised positive 
feedback from others spoke of their new found sense of value and connection being part of a 
community “of people that share that kind of passion for injustices in the mental health 
system” (P3) and feeling connected  as “you know, you’re kind of in it together” (P10).   
P10: I like talking to people who are doing stuff and are angry about things that I am 
angry about, particularly as a black woman, it’s so nice to connect with a community 
of other black women who are suffering with MH problems. 
Connecting with a community increased feelings of empowerment and presented the 
possibility of playing a part in fighting for the rights of individuals and the wider community 
of MH service users/survivors. Participants described making a valuable contribution to 
others, using their experiences to challenge stigmatising narratives about MH. Some 
participants felt that making their experiences and aspects of their MH identity visible online 
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had increased their confidence to use their voice and challenge stigma offline, making these 
aspects of identity more visible in other areas of their lives. 
P4: it definitely has helped me feel more confident in my opinions, and opening up in 
a more, in a more of a I'm speaking with my lived experience voice to challenge 
stigma and raise awareness of these issues.... probably that did give me more 
motivation and confidence to take that outside. 
P4: being maybe like encouraged and motivated that other people are kind of fighting 
for you for want of a better word, like the same causes you are. 
Participants described this reciprocal support as giving them a sense of having value and 
purpose. Participants described feeling a sense of responsibility to “raise awareness” (P7), 
“incite action” (P3)  “educate and support” (P9) others. An implicit process was identified 
through which participants found value in their distress, and strengthened their positive sense 
of MH identity by relating to others and experiencing a sense of belonging. These 
participants told stories about becoming more confident through constructing parts of their 
identity in relationship to others on SNS.   
P3: they found something I did on social media and they emailed me saying, thank 
you for making this...now I think my sister's not a monster or something like that..... 
makes me feel good. It makes me feel more kind of connected or.....maybe more 
valuable.... 
 As previously mentioned participants chose to share and hide aspects of their MH 
experiences/identity interactions on SNS. This perceived need to censor or hold back aspects 
of their MH identity online perpetuated feelings of shame and isolation regarding the 
‘hidden’ aspects of identity.   
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P6: And that really freaked me out because I just thought these people are having a go 
at me and.... And so I never wrote a blog after that...I just keep my experiences to 
myself...no I’m not active after that.  
This silencing increases feelings of safety on SNS but often leaves people feeling alone in 
their experiences and maintains feelings of shame and isolation about their MH identity.  
P2: Yeah, I think it’s almost more isolating to put it out there and not get anything 
back than to hold it yourself but it’s still like this feeling like no one cares. 
Many participants described no longer being active, “keeping quiet” but remaining present 
(P10) , “lurking” (P4), increasing negative comparisons between themselves and others, 
leaving them feeling ashamed and isolated.   
P3: I think the worst way to use it is just to kind of go on there and consume. Which is 
the way I use it mostly...Like lurking. 
R: Why do you think that is the worst way to use it? How does that make people feel 
do you think? 
P3: Alone... Worthless, you know. All these people doing all these things or they've 
got stuff to say. I don't...Or I’m too scared to say the things I want to say...In case I 
get judged. 
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Figure 1. The Activation of identity Process Leading to Connection and/or Isolation on SNS 
 
 
 
            
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
                                            DISEMPOWERING PROCESSES  
  
             EMPOWERING PROCESSES 
      
EVALUATING SAFETY 
AND OPPORTUNITY TO 
BUILD/ STRENGTHEN 
POSITIVE SENSE OF MH 
IDENTITY   
 
HIDING 
STIGMATISED 
ASPECTS OF 
IDENTITY  
 
 
MAKING VISIBLE 
ASPECTS OF 
STIGMATISED 
IDENTITY 
EVALUATION 
OF 
FEEDBACK  
 
Positive 
outweighs 
negative 
 
 
 
  
 
 
 
 
Negative 
outweighs  
positive 
                                                                    
 
 
 
   
 
 
 
STRENGTHENING/ ADJUSTING 
BELIEFS ABOUT ASPECTS OF 
MH IDENTITY  
 
 
 Safety and opportunity 
compromised by: 
Appraising others as 
unrelatable unsupportive 
and inauthentic 
   
  
  
  
    
 
Safety and opportunity 
aided by: Appraising 
others as relatable, 
supportive and authentic
  
   
  
  
  
  
  
   
  
  
  
    
 
 
SEEKING 
POSITIVE 
MENTAL 
HEALTH 
IDENTITY  
Finding 
people that 
occupy the 
same world   
 
ACTIVATION OF BELIEFS 
ABOUT MH IDENTITY GUIDES 
HOW PEOPLE INTERACT 
ONLINE  
 
Needing to 
know I am 
normal  
 
 
FEELING VALUED AND 
CONNECTED  
Activates positive beliefs 
about aspect of MH identity  
     
(VALIDATED / UNDERSTOOD ) 
 
 
FEELING ASHAMED 
AND ISOLATED   
Activates negative beliefs 
about aspect of MH identity  
     
(INVALIDATED AND 
DIFFERENT) 
     Discussion  
The study aimed to explore the mechanisms through which SNS is empowering 
and/or disempowering for people with MH difficulties using SNS for MH related purposes. 
The model will be discussed referencing relevant research and psychological theory before 
considering clinical and research implications. 
Despite the individual and nuanced experience of living with a MH difficulty, this 
model has similarities to models describing social media use within non-MH populations 
(Course-Choi, 2019 unpublished thesis material; Li, 2015). For example, Course-Choi (2019) 
found that safety and seeking ‘status’ were core aspects of a model exploring adolescents’ 
social media usage. This perhaps indicates that there are universal processes involved in SNS 
interactions, requiring balancing safety with striving for a positive sense of identity, and that 
people continually negotiate this depending on feedback they receive from their ‘audience’ 
(Course-Choi, 2019).   
The model also maps onto existing literature about social media use which suggests 
differing levels of empowerment experienced between posters (active users who post content) 
and ‘lurkers’ (inactive users who consume others content) (Mo & Coulson, 2010; van Uden-
Kraan et al., 2008). Similarly, other studies have linked active participation on SNS to 
empowerment through processes such as increased ‘self-efficacy’ and ‘self-esteem’ (Leung, 
2009; Barak, et al., 2008; Mo & Coulson, 2010). This study’s model reflects the difference in 
empowering processes available based on active and passive use to a degree, however what 
seems more significant is the extent to which people feel they can share aspects of their 
‘stigmatised’ identities.  
Originally SNS were conceived as empowering spaces for people from marginalised 
groups due to the anonymity they afforded users to hide stigmatised aspects of identity (Zhao 
et al., 2008). However, literature on empowerment suggests the opposite is needed for 
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empowering process to occur; people need to own their stories and identities and move from 
secrecy to transparency (Nelson et al., 2001; WHO, 2010). This is reflected in the model, as 
people may hide aspects of their stigmatised identity to enhance safety but this can be 
conceived as a disempowering action leaving people feeling invalidated and isolated. Others 
feel safe ‘enough’ to utilise opportunities to share previously ‘hidden’ aspects of their MH 
identity. It is through this empowering action that they open themselves up to experience 
further empowering processes, such as, feeling a sense of connection, community, having a 
voice and strengthening a sense of value and purpose. This fits with literature suggesting SNS 
can have an instrumental role in bringing marginalised people together and enabling them to 
take collective action to produce change in communities (Leong et al., 2018). 
Zimmerman’s (1995) model indicates that intrapersonal empowerment includes 
aspects of self-efficacy, control and competence. These dimensions relate to how individuals 
perceive themselves, and the extent to which they feel able to influence people and events 
around them, and wider socio-political systems (Menon, 1999; Zimmerman & Rappaport, 
1988). This maps on to the categories ‘having a voice’ and ‘value and purpose’ in the model 
and resonates with some participants’ experiences of giving and receiving support on SNS. 
The ensuing sense of value and purpose enabled them to incorporate strength and competence 
into their MH identities.   
Studies have shown self-stigma increases in the context of high levels of perceived 
discrimination and a limited sense of identification with others with MH difficulties (Brohan 
et al., 2010). This features in the model, as factors found to compromise participants’ feelings 
of safety and opportunity include perceiving stigma online and others as unrelatable. Many 
participants perceived a discrepancy between their lived experiences of MH difficulties and 
the perceived ‘edited’ versions online. This prevented them from identifying with, and 
relating to, others and strengthened self-stigmatising beliefs. This fits with critiques of 
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recovery narratives which suggest that meaning and value are placed on certain stories 
silences and excludes of others, which do not fit as comfortably into recovery journey 
narratives. This leave people feeling further marginalised (Woods et al., 2019).  
Additionally, community integration is considered key to empowerment (Nelson et 
al., 2001). Feelings of inclusion and belonging are thought to build ‘social capital’, promote 
cohesion and provide support (WHO, 2015). This links to social identity theory (Tajfel & 
Turner, 1979) which suggests that people derive a significant part of their self-concept 
through social group membership when a strong connection is perceived. This is thought to 
occur as a result of groups being internalised, building or strengthening a sense of how 
members view and understand themselves as a result (Tajfel & Turner, 1979). The Social 
Identity Model of Identity Change (SIMIC) describes social identity processes in the context 
of health and wellbeing, illustrating how group membership can be both physically and 
psychologically beneficial. Supporting research suggests that belonging to social groups can 
lead to similar improvements in physical and mental health as more established factors such 
as diet and exercise (Jetten et al., 2009). Psychologically, SIMIC suggests that groups in 
which we feel a sense of connection and belonging helps us to define and understand who we 
are, which impacts on our self-esteem, self-worth and sense of purpose (Haslam et al, 2009).  
Valued group membership has been proposed to help people navigate complex life 
transitions, and to cope better with prejudice through embracing group identity, creating an 
‘us-ness’ (Haslam et al., 2009). This resonates with the emphasis in this model on how 
beliefs about oneself are activated in relation to others. It also fits with the finding that a 
sense of relatability and belonging enables the reframing and integration of aspects of MH 
experiences/ identity as valuable and meaningful parts of a whole. This emphasises that these 
experiences of connection on SNS can positively impact the way in which people make sense 
of, or respond to their difficulties (Haslamet al., 2009).    
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In addition, groups are also proposed to enable individuals to “achieve goals and 
levels of agency that would otherwise be unattainable” (Haslam et al., 2009 p. 2). This fits 
with literature exploring social identity models of collective empowerment (Drury, 1999). 
Drury’s (1999) study suggests that empowerment can be viewed as both a precondition and a 
product of collective action given that has been a shared sense of unity to the ‘in-group’ and a 
shared sense of grievance attributed to the ‘outgroup’. This is mirrored in the model as 
participants who had gained a sense of belonging and connection, or ‘unity’, described 
having a voice and feeling part of an empowered community of people seeking to challenge 
stigma. However, participants who perceived themselves as different and others as 
unrelatable on SNS described employing the disempowering processes of self-censorship, 
silencing and hiding and feelings of shame and isolation.  
The model tries to capture empowerment as a process, not a ‘final destination’ or 
static trait. Empowerment is thought to fluctuate, with variations in empowerment between 
different people at different times (Li, 2015). The model illustrates that people can be 
involved in empowering and disempowering actions simultaneously, hiding stigmatised 
aspects and sharing others. Goffman’s (1990) identity theory describes this as a core 
component of identity management and argues that people are continually calling forth 
aspects and marginalising aspects of themselves in interactions. Bullingham & Vasconcelos, 
(2013) suggested that the ‘physical detachment’ of the online world enables people to hide 
parts of the ‘offline self’ and embellish or create ‘new selves’ online.  
This is illustrated in the model to a certain degree as some participants felt they were 
able to be more vocal and described feeling like stronger versions of themselves online. 
However, tensions in the model suggest that people can struggle to create entirely ‘new 
selves’ on SNS for several reasons. Firstly they have offline relationships with many 
followers, making it challenging for people to negotiate or integrate their online, identities, in 
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a way that they perceive would be acceptable to all. This has been called ‘context collapse’ 
and refers to the difficulties of identity negotiations presented by the intermingling of distinct 
networks (Boyd, 2002; Davis & Jurgenson, 2014). Secondly, people are seeking validation of 
themselves and their authentic MH experiences. Creating identities which are ‘new’ or 
‘embellished’ - however ‘successful’ - actually seems to perpetuate feelings of isolation and 
invalidation of stigmatised aspects of identity. 
Clinical implications  
 
The study’s findings add to the growing body of literature exploring the impact of 
SNS on the wider concept of recovery processes (Salzmann et al., 2017; Naslund et al., 2014; 
Shepherd et al., 2015; Sangeorzan et al, 2019). The model illustrates that use of SNS can 
have a considerable impact on how people see and understand their experiences of MH 
difficulties and what this means about themselves, via empowering and disempowering 
processes. For clinicians working with service users using social media, curious explorations 
about how they perceive SNS use impacts on them is key. Due to the ubiquity of research 
citing the dangers of SNS for MH, it can be easy to view social media use as inherently 
negative (Brunskill, 2014). It is important for clinicians to be able to hear people’s own 
individualised experiences, providing space for them to reflect on how SNS impacts them. In 
addition, findings emphasises the importance of supporting service users to access a network 
of support, whether this is on or offline, where they can find people that they can relate to and 
share their experiences.  
 Importantly this model highlights that the impact of using SNS for MH related 
purposes is nuanced, complex and can shift and change depending on how people interact, 
and are interacted with. People are actively attempting to develop a more positive 
relationship with SNS and to feel safer online. Examples include curating their online spaces 
and consciously reflecting on their boundaries. Setting up spaces or co-producing materials 
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with service users to share strategies with other service users who are using SNS for MH may 
be useful, as they have the experience, and often the answers, about what ‘works’ for them.  
Limitations and research recommendations 
 
Despite this study’s methodology allowing for detailed exploration of participants 
experiences of using SNS, many questions remain. Empowerment is thought to be influenced  
by a complex interplay of individual and societal factors (Li, 2015). The study’s scope 
prevented investigation into factors such as personality type, MH diagnosis, self-stigma, 
intersections of other marginalised identities, ‘stage’ of recovery and quality of offline social 
support. Further research could enhance understanding of interactions between these factors 
and empowering/ disempowering processes experienced on SNS. Further research could also 
disentangle and clarify the extent to which these empowering/disempowering process interact 
with, or translate to, people’s perceived identities and relationships offline and if their 
maintenance over time, through longitudinal studies.  
This study may also inform future research seeking to develop service user-orientated 
measures to try to capture recovery-related concepts such as empowerment and identity 
change (Dickens, 2009). Research should also include exploring potential roles for MH 
service providers within these online spaces, with particular attention given to acceptability 
of this for participants (Shepherd et al., 2015). Despite efforts being made to hold subjectivity 
in mind throughout, it must be acknowledged that as the researcher uses and experiences 
social media, ‘blind spot’ bias may have influenced findings. Additionally, participants were 
a self-selecting sample who all were willing and able to reflect on their SNS usage. There 
may be other people who use SNS in certain ways that they felt less comfortable sharing. 
Active attempts were made to recruit a diverse sample, and whilst this was achieved to a 
degree, particularly regarding range of MH experiences, the sample remains weighted 
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towards white female participants, limiting the generalisability. Future studies could address 
this.  
Conclusion 
To the researcher’s knowledge, this study is the first to use GT methodology to 
theorise the mechanisms through which SNS can be empowering/disempowering for people 
with MH difficulties. The cyclical model illustrates that people are continually weighing up 
issues of safety and opportunity and re-negotiate their use based on feedback received. The 
model shows that the online world does not afford users freedom from society’s stigmatising 
attitudes about MH and as such empowering and disempowering processes can be occurring 
simultaneously, as participants often hide stigmatised aspects and share others. What seems 
key is perceiving others as relatable, as this activates positive beliefs about aspects of their 
MH experiences and identity and so increases perceptions of both safety and opportunity to 
build a positive sense of their MH identity on SNS. This enables opportunities for further 
empowering processes such as feeling connected to a community, having a voice, and 
gaining a sense of value and purpose through making visible previously stigmatised aspects 
of themselves. Perceiving others on SNS as unrelatable activates negative beliefs about 
aspects of participants’ MH identity, which engenders further disempowering processes of 
self-censorship or silencing and hiding these stigmatised parts of themselves, leaving people 
feeling shame and isolation on SNS.   
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Appendix A: Critical Appraisal of Qualitative Studies (and those with a Qualitative component) using the Critical Appraisal Skills 
Programme (CASP; Public Health Research Unit, 2006) 
 
 
 
 1. Was 
there a 
clear 
statement 
of the aims 
of the 
research?  
2. Is a 
qualitative 
methodology 
appropriate?  
3. Was the 
research 
design 
appropriate 
to address the 
aims of the 
research?  
4. Was the 
recruitment strategy 
appropriate to the 
aims of the research?  
5. Was the 
data collected 
in a way that 
addressed the 
research 
issue?  
6. Has the 
relationship 
between 
researcher 
and 
participants 
been 
adequately 
considered?  
7. Have ethical 
issues been taken 
into 
consideration?  
8. Was the 
data analysis 
sufficiently 
rigourous?  
9. Is there 
a clear 
statement 
of 
findings?  
10. How valuable is 
the research?  
Additional 
notes/ 
limitations  
Smith-Friegerio 
(2019) 
Yes  Yes Yes No. No description of 
process of identifying 
‘seminal blogs’ or 
accounts of data 
saturation  
Yes Partly 
theoretical 
stance stated 
but no 
mention of 
personal 
assumptions  
Yes Yes  Yes Detailed analysis of 
impact on social capital 
at individual/wider 
societal levels but small 
and perhaps not 
generalisable sample  
All female, all 
writers  
Sangeorzan, 
Andriopoulou 
& Livanou 
(2019) 
Yes Yes  Yes  Yes – but terms used to 
identify vlogs included 
‘schizophrenia’, 
‘bipolar’ etc., could 
limit included videos  
Yes Partly 
theoretical 
stance stated 
but no 
mention of 
personal 
assumptions 
Yes – addressed 
concerns and 
stated that only 
publicly available 
videos were 
analysed  
Yes – detailed 
description of 
IPA  
Yes  Valuable as specifically 
looking at vlogs about 
experience/impact of 
vlogging  
Just looking at 
YouTube  
No in-depth or 
follow-up 
questions 
possible  
Prescott, 
Hanley & 
Gomez (2019) 
Yes  Yes  Yes  Yes – but self-selected 
sample   
Yes – but 
online focus 
groups 
facilitated by 
group 
moderator -
may impact 
on how open 
participants 
are about 
No mention of 
theoretical 
stance or 
personal 
assumptions 
No concerns 
specifically 
addressed but 
consent to take 
part given by 
participants  
Yes – well 
described 
analysis but 
findings 
presented 
broadly as 
benefits and 
challenges  
Yes  Direct reports about 
young people who 
frequently use forums 
experience them    
Mostly female  
Moderators 
running focus 
group not 
trained so data 
may not be as 
rich  
Perhaps also 
influenced 
more positive 
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negative 
aspects  
feedback for 
fear of negative 
consequences  
Salzmann-
Erikson & 
Hiçdurmaz 
(2017) 
Yes  Yes Yes Yes – but used narrow 
search terms used to 
identify videos (PTSD). 
Data saturation reached 
in terms of study aims.  
Yes  Partly 
theoretical 
stance stated 
but no 
mention of 
personal 
assumptions 
Yes- publicly 
available content 
only  
Yes – 
deductive 
process 
described  
Yes  Adds knowledge about 
people with PTSD 
online interactions but 
lots of statements made 
about impact of this 
based on only 
observational data  
Demographic 
details not 
known.  
No direct 
accounts from 
users unable to 
assess impact  
 
Naslund, 
Grande, 
Aschbrenner & 
Elwyn, (2014) 
Yes  Yes  Yes  Yes –but narrow terms 
used to identify videos  
included 
‘schizophrenia’, 
‘bipolar’ etc., could 
limit included videos 
but detailed description 
of strategy to identify 
all relevant videos 
within these search 
terms  
Yes  Partly 
theoretical 
stance stated 
but no 
mention of 
personal 
assumptions 
Yes- publicly 
available content 
only 
Yes Yes Useful exploratory 
study adds knowledge 
about peer support 
encountered on 
Youtube for people 
with SMI  
Demographic 
details not 
known.  
No direct 
accounts unable 
to assess impact  
 
Berry, Lobban, 
Belousov, 
Emsley, 
Nenadic & 
Bucci (2017 
Yes  Yes  Yes  Yes  Yes  Partly 
theoretical 
stance stated 
but no 
mention of 
personal 
assumptions 
Yes Yes  Yes  Investigation of 
tweeting behaviour took 
place in setting in 
which it directly 
occurred and gathers 
direct responses from 
participants as to 
motivations, intentions 
and impact of tweeting 
about MH 
Demographic 
details not 
known. 
Possible biased 
responses as not 
accessing 
people who do 
not use Twitter 
because of 
negative 
experiences.  
Relied on 140 
character 
Tweets, impacts 
on 
depth/expansive 
responses.  
Shepherd, 
Sanders, Doyle 
& Shaw (2015)  
Yes  Yes  Yes  Yes – but search of 
only one Twitter 
conversation 
#DearMHprofessionals  
 No mention of 
theoretical 
stance or 
personal 
assumptions 
Yes – publicly 
available content 
only 
Yes  Yes  Useful contribution to 
how people using this 
platform but 
assumptions made on 
Demographic 
details not 
known. No 
direct accounts 
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impact of benefits of 
this for users  
unable to assess 
impact  
 
 
Lal, Nguyen & 
Theriault 
(2015) 
Yes  Yes  Yes  Yes (but all participants 
actively engaged in 
formal treatment for 
psychosis – may bias 
findings in terms of 
knowledge, access to 
support, views on help-
seeking) 
Yes  No mention of 
theoretical 
stance or 
personal 
assumptions 
Yes – all 
consented to take 
part in focus 
groups  
Yes  Yes – 
though 
themes not 
discussed 
in great 
depth  
Provides insight into 
experiences and 
perspectives of young 
people with psychosis 
on use of online spaces 
for support. Useful 
exploration of role of 
moderator and negative 
experiences of 
encountering unhelpful 
content.  
No clear 
description of 
online forums 
being accessed.  
Small sample 
size.  
Prescott, 
Hanley & 
Ujhelyi (2017) 
Yes  Yes  Yes  Yes (but all users of 
Kooth which also 
provides online 
counselling may impact 
on feedback given 
about other aspects of 
site including forums) 
Yes -  Partly, 
theoretical 
stance 
described but 
no personal 
assumptions  
Partly - States 
ethical approval 
received but no 
acknowledgement 
of consent 
processes in 
relation to Kooth 
sharing data.  
Yes Yes  -Provides information 
on different types of 
emotional/informational 
support e.g. directive 
and non-directive  
- Large dataset 
including posts over 2 
year period  
Demographic 
details not 
known. No 
direct accounts 
unable to assess 
impact  
Includes 
participants 
talking about 
transgender and 
pregnancy 
issues as well 
as MH  
No sense of 
young people 
use forums in 
conjunction 
with other 
services offered 
by Kooth 
-Findings 
applied only to 
similar online 
contexts?  
 
Haberstroh & 
Michael Moyer 
(2012) 
Yes Yes Yes  Yes (but all participants 
members of unique 
group as an adjunct to 
Yes (but 
group 
moderator 
present – may 
Partly, 
theoretical 
stance 
described but 
Yes  Yes  Yes  Provides insights into 
how people who self-
injure experience online 
support but perhaps not 
More women 
One time point 
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treatment for self-
injury)  
impact on 
negative 
responses 
given)  
no personal 
assumptions 
generalisable as all 
group members will be 
receiving the same 
treatment programme  
Kummervold, 
Gammon, 
Bergvik, 
Johnsen, 
Hasvold & 
Rosenvinge 
(2002)  
 
Yes yes Partly – (free 
text comments 
given which 
needed to be 
analysed into 
themes)   
Yes  Partly (lots of 
space given 
for free-text 
answers but 
some 
participants 
did not use 
these sections)  
No. theoretical 
stance or 
personal 
assumptions 
described – 
though authors 
state free text 
responses only 
grouped into 
‘major issues’ 
and 
exemplified 
with quotes  
Yes No  Yes Adds context to 
quantitative findings 
describing about factors 
which contribute to 
use/benefit of online 
platforms for support  
Very limited 
qualitative data 
and analysis 
does not appear 
rigorous, no 
clear analytical 
model or 
framework 
used.  
Horgan, 
McCarthy & 
Sweeney (2013) 
Yes  Yes  Yes  Yes  Yes No mention of 
theoretical 
stance or 
personal 
assumptions 
Yes  No. Not 
described – 
just says 
thematic 
analysis 
conducted.  
Yes Adds context of content 
of posts alongside data 
on use of the forums 
and depressions scores  
Limited 
information on 
qualitative 
analysis. Really 
just listing and 
describing 
frequency of 
topics 
discussed.  
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Critical Appraisal of Quantitative Studies (and those with a Quantitative component) using the National Institute of Health (NIH, 2014) 
Quality Assessment Tool for Observational Cohort and Cross-sectional Studies. 
 
 
 Lewis, Seko & 
Joshi (2018) 
Houston, Cooper 
& Ford (2002) 
Ma & Sayama 
(2015) 
Naslund, 
Aschbrenner, 
McHugo, 
Unützer, Marsch 
& Bartels, (2017)  
 
Haker & Rössler 
(2005) 
 
Kummervold, 
Gammon, 
Bergvik, Johnsen, 
Hasvold & 
Rosenvinge 
(2002)  
 
Horgan, 
McCarthy & 
Sweeney (2013) 
 
Barak, Dolev-Cohen 
(2006) 
Bauer, 
Bauer, 
Spiessl & 
Kagerbauer, 
(2012) 
Was the research 
question or 
objective in this 
paper clearly 
stated? 
 
Yes  Yes Yes Yes Yes Yes Yes  Yes Yes 
Was the study 
population clearly 
specified and 
defined? 
 
Yes  Yes  Yes Yes Yes 
 
Yes  Yes  Yes Yes 
Was the 
participation rate 
of eligible persons 
at least 50%? 
 
Yes  ? no exact count 
of participants 
given  
No (Stopped at 200 
– no sense of how 
many were eligible) 
Yes (but unable 
to report exact 
response rate due 
to potential for 
participants to 
share survey link 
on Twitter) 
n/a observational 
 
 
 
N/A unclear how 
many people saw 
advert to take part 
versus how many 
? n/a observational n/a 
observational 
Were all the 
subjects selected or 
recruited from the 
same or similar 
populations 
(including the 
same time period)? 
Were 
inclusion/exclusion 
criteria 
prespecified and 
applied uniformly 
? 
 
Yes  Yes  Yes Yes Partly  (just 
sampled 100 most 
recent posts on each 
forum, no other 
inclusion/exclusion 
criteria ) 
Yes Yes No Partly – just 
say they 
analysed 
2400 
postings of 
218 users in 
12 month 
period 
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Was a sample size 
justification, 
power description, 
or variance and 
effect estimates 
provided? 
 
Partly – sample 
size and variance 
and effect 
estimates 
provided but no 
power?   
No  No No No.  No. No No No 
For the analyses in 
this paper, were 
the exposure(s) of 
interest measured 
prior to the 
outcome(s) being 
measured? 
 
No – cross 
sectional  
 
 
 
 
 
 
 
 
 
 
Yes (but most 
participants 
involved in 
group for at least 
1-2 months prior 
to completing 
baseline 
measures) 
 
 
 
 
Yes  
No (observational) 
 
 
 
No – cross 
sectional  
 
No. Observational No. Cross-
sectional 
Yes No. observational No. 
observational 
Was the timeframe 
sufficient so that 
one could 
reasonably expect 
to see an 
association 
between exposure 
and outcome if it 
existed? 
 
? – time period 
was very short 
but this was what 
study set out to 
measure – 
‘momentary 
exposure’ 
Yes Yes No – cross 
sectional  
 
n/a No. Cross-
sectional 
? 6 weeks  Yes 3 months n/a 
 For exposures 
that can vary in 
amount or level, 
did the study 
examine different 
levels of the 
exposure as related 
to the outcome 
(e.g., categories of 
exposure, or 
exposure 
measured as 
continuous 
variable)? 
No Yes Yes No.  n/a n/a yes yes n/a 
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Were the exposure 
measures 
(independent 
variables) clearly 
defined, valid, 
reliable, and 
implemented 
consistently across 
all study 
participants? 
 
Yes  Yes Yes Yes yes yes yes yes yes 
Was the 
exposure(s) 
assessed more than 
once over time? 
 
No Yes (6 and 12 
months) 
Yes No. Cross-
sectional  
no No. Cross 
sectional 
yes yes No 
Were the outcome 
measures 
(dependent 
variables) clearly 
defined, valid, 
reliable, and 
implemented 
consistently across 
all study 
participants? 
Were the outcome 
assessors blinded 
to the exposure 
status of 
participants? 
 
Yes  Yes 
 
 
 
Yes Yes – though 
self-report 
yes Yes though self-
report 
yes ? Leenars thematic 
guide 
yes 
Were the outcome 
assessors blinded 
to the exposure 
status of 
participants? 
 
No No No n/a n/a n/a n/a no n/a 
Was loss to follow-
up after baseline 
20% or less? 
 
n/a Yes  n/a n/a n/a cross-sectional n/a no Yes n/a cross-
sectional  
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Were key potential 
confounding 
variables 
measured and 
adjusted 
statistically for 
their impact on the 
relationship 
between 
exposure(s) and 
outcome(s)? 
Yes No No n/a No No no no no 
 
Additional 
limitations 
 
Small sample 
size, no control 
group  
 
Unable to assess 
benefits of online 
support among 
those currently in 
counselling and 
those not. 
 
Sample 
underrepresented of 
patients who did 
not engage as 
ranked patients in 
order of activity 
and stopped at 200.  
Only connections 
within this 200 
person network 
analysed. 
 
Unable to link to 
clinical data. 
Fewer males  
and non-white 
participants. 
 
No link to self-
report or clinical 
data  
 
 
Respondents often 
didn’t answer all 
questions  
Over- 
representation of  
female 
responders.  
V. old 
 
Very poor 
attrition rates.  
 
 
No self-reports or 
outcome data from 
participants in terms 
of distress. The 
researchers used 
thematic guide to 
translate levels of 
distress measured 
into numerical 
values. Quite old 
study – SNS use 
moved on a lot since 
then.  
 
No link to 
self-report or 
clinical data  
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Critical Appraisal of a Randomised Controlled Trial using the Critical Appraisal Skills Programme (CASP; Public Health Research Unit, 2006) 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 Did the 
trial 
address a 
clearly 
focused 
issue?  
Was the 
assignment of 
patients to 
treatments 
randomised?  
Were all the 
patients who 
entered the 
trial properly 
accounted for 
at it’s 
conclusion?  
Were 
patients, 
health 
workers and 
study 
personnel 
‘blind’ to 
treatment?  
Were 
the 
groups 
similar 
at the 
start of 
the 
trial?  
Aside from the 
experimental 
intervention, 
were the groups 
treated equally?  
How large 
was the 
treatment 
effect?  
How 
precise was 
the estimate 
of the 
treatment 
effect?  
Can the 
results be 
applied to the 
local 
population?  
Were all 
clinically 
important 
outcomes 
considered?  
Are the 
benefit 
worth 
the 
harms 
cost?  
Kaplan, 
Salzer, 
Solomon, 
Brusilovskiy, 
& Cousounis 
(2010) 
Yes  Yes  Yes Can’t tell  Yes Yes No effects 
on most 
outcome 
measures 
except 
distress, 
distress 
increased in 
high 
participation 
group t(284) 
= 2.74; 
p=0.03 
nk Unclear about 
demographic 
breakdown  
No  Yes 
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Mixed Methods Appraisal Tool (MMAT) (Hong et al., 2018)  
 Is there an 
adequate 
rationale for 
using a mixed 
methods 
design?  
Are different 
components 
effectively 
integrated to 
answer the 
research 
question?  
Are the outputs 
of the 
integration of 
qualitative and 
quantitative 
components 
adequately 
interpreted?  
Are 
divergencies 
and 
inconsistencies 
adequately 
addressed?  
Do the different components 
of the study adhere to the 
quality criteria of each 
tradition of the methods 
involved?  
Kummervold, Gammon, Bergvik, 
Johnsen, Hasvold & Rosenvinge 
(2002)  
 
Yes  Yes  Partly – limited 
examples given 
of qualitative 
data so hard to 
tell if interpreted 
adequately  
Yes  No – very limited description 
of qualitative analysis 
processes and no description 
of theme development or 
reflexivity issues.  
Horgan, McCarthy & Sweeney 
(2013) 
Yes  Yes Yes – limited 
interpretation of 
quantitative data 
but this is 
appropriate 
given small 
sample size  
Yes No – qualitative aspect lacks 
description of analysis 
process/theme development or 
reflexivity issues. Quantitative 
aspect lacked adequate sample 
size though this is discussed as 
limitation.  
Barak, Dolev-Cohen (2006) Yes  Yes  Partly – though 
lacks transparent 
process of 
qualitative 
component 
interpretation  
Yes  No – qualitative component 
really unclear. Used Leenars 
thematic guide of distress, no 
sense of how researchers used 
this, if they were trained in 
using this framework or clear 
sense of validity of scoring. 
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No statement on personal 
assumptions or theoretical 
stance and limited information 
given about reflectivity 
procedures.  
  
119 
Appendix B: Letter confirming ethical approval  
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Appendix C: Participant Information sheet  
 
Information sheet about the study  
 
 
 
 
Social media and mental health: a grounded theory study of 
empowerment/disempowerment 
 
Hello. My name is Kate Fullarton and I am a trainee clinical psychologist 
at Canterbury Christ Church University. My supervisors are Dr John 
McGowan from Canterbury Christ Church University and Dr Vanessa 
Pinfold from The McPin Foundation.  
 
We would like to invite you to take part in a research project about your 
experiences of using social media for reasons related to your mental 
health. Using social media could include blogging, Tweeting, taking part 
in online conversations about mental health, feeding back to services or 
professionals, using online support groups, seeking or providing 
information, advice or self-management resources, or any other online 
activity related to your mental health. We would like to know what 
impact you think using social networking sites for mental health related 
purposes has on living with a mental health problem. 
 
Before you decide, it is important that you understand why the research 
is being done and what it would involve if you do choose to take part.  
 
Part 1 of this information sheet will tell you the purpose of this study and 
what will happen if you choose to take part.  
Part 2 will give you more detailed information about how the study will 
be conducted.  
 
 
Part 1 
 
What is the purpose of the study? 
The purpose of the research is to gain an understanding of the ways in 
which people are using social media for mental health related reasons, 
why they choose to use these online platforms and what impact they 
feel this has on them and their lives.  
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Why have I been invited to take part? 
People who use social media for purposes related to mental health and 
who identify as having a mental health problem are being asked to take 
part in this study.   
 
Do I have to take part?   
No. You do not have to take part in this research. It is entirely up to you 
if you decide to take part. If you do agree to take part, the study 
researcher will ask you to sign a consent form. You are free to withdraw 
at any time, without giving a reason. 
 
What will happen if I decide to take part? 
The study researcher will then arrange with you a time and place for the 
research interview, this could be at Canterbury Christ Church University 
or at The McPin Foundation in South London.  
 
If neither of these locations are convenient for you it may be possible to 
meet in a public space which is accessible for you and appropriate for 
conducting a confidential interview. Alternatively it may be possible to 
conduct the interview online e.g. over skype or an online chatroom.  
 
After the interview, the researcher will analyse the data, you will be 
contacted again once the results from the study have been written up to 
check that findings capture your experiences.  
 
What will the interview be like? 
The interview will last for approximately 1 hour 30 minutes. You will be 
able to take breaks whenever you wish. You do not need to answer any 
questions that you don’t feel comfortable answering and you can ask to 
stop the interview at any time. Interviews will be audio recorded to allow 
the researcher to transcribe them.  
 
Expenses and payments  
Up to £10 will be given to cover your travel costs. 
 
What are the possible disadvantages and risks of taking part? 
Taking part will require you to give up your time, and possibly travel for 
the interview. Talking about your experiences of using social media for 
mental health related purposes may be a difficult topic for you, 
remember you would be able to ask for breaks, or to stop the interview 
at any point and only need to share what you are comfortable sharing.   
 
What are the possible benefits of taking part? 
The results of this study will be used to develop a better understanding 
of why and how people are using social media for mental health related 
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purposes and how this impacts them. Increasingly health service 
providers are moving online, interacting with the public and setting up 
online support groups or networks, having a better understanding of the 
impact of using SNS for mental health related purposes could inform 
their approach to these online platforms. 
 
Part 2 
 
Who has approved the study? 
This study has been approved by an independent research review 
panel at the Salomons Centre for Applied Psychology, Canterbury 
Christ Church University. It has also been reviewed and given approval 
by a Canterbury Christ Church University Research Ethics Committee 
on 24.01.19.   
 
Who is organising and funding this research? 
Canterbury Christ Church University is funding this research. The McPin 
Foundation, which is a service user led research charity will be involved 
in supervising the project. 
 
Will my taking part in this study be confidential? 
Yes, data collected will be anonymised, your confidentiality will be 
safeguarded during and after the study. You will be assigned a name of 
your choosing to protect your anonymity.  The audio recordings of the 
interview will be moved from an encrypted memory stick to an 
encrypted file on a password protected computer that only the 
researchers will have access to. Anonymised quotes from interviews will 
be used in published reports. 
 
What will happen if I decide I don’t want to carry on with this 
study? 
It is absolutely fine if you change your mind about participating in this 
study, you do not have to give a reason and can just let Kate, the 
researcher, know.   
 
Concerns and complaints 
If you have any concerns or questions about the research, please let 
Kate know: k.fullarton214@canterbury.ac.uk. 
 
If you would like to speak to the supervisor of the study regarding any 
concerns or complaints, please contact: John McGowan, Canterbury 
Christ Church University, john.mcgowan@canterbury.ac.uk. You can 
also leave a message on John’s telephone at 07970 554 189. He will 
get back to you as soon as possible. 
 
  
123 
If you would like to make a complaint about any aspect of the 
research please contact: 
 
Dr. Fergal Jones:  fergal.jones@canterbury.ac.uk 
 
 
Research Director 
Salomons Institute for Applied Psychology 
Canterbury Christ Church University 
One Meadow Road 
Tunbridge Wells, Kent TN1 2YG 
01227 92 7114  
 
 
What will happen to the results of the research study?  
We will send you a brief review of the study when it is completed and 
the data is analysed, letting you know what we have learnt from it. 
Please inform the researcher if you do not wish to receive this. The 
results of the study will also be part of the doctoral dissertation of Kate 
Fullarton. It is hoped that the results of the research will also be 
published in journal articles. The research will be available on the 
University’s website once completed and written up.  
 
Further information and contact details  
You will be given a copy of this information sheet and the signed 
consent form to keep. If you would like to speak to the research team 
about the study or have questions, please contact Kate Fullarton at 
k.fullarton214@canterbury.ac.uk. If you provide a telephone number 
she can also call or email you.  
 
Thank you 
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Appendix D: Participant consent form 
 
 
Consent Form for participants 
 
 
 
 
Participant ID: ________________                                                                                   
 
Title of Project:  Social media and mental health: A grounded theory 
study of empowerment/disempowerment 
 
Name of Researchers: Kate Fullarton, Dr John McGowan and Dr Vanessa Pinfold   
 
Please initial each box if you agree 
 
1. I confirm that I have read and understood the information sheet for 
the above research. I have had the opportunity to consider the 
information, ask questions about the study and have had these 
answered satisfactorily.   
 
2. I understand that the research interview will be audio recorded and 
transcribed by the researcher. 
 
3. I agree that anonymous quotes from my interview may be used in 
published reports of the study findings  
 
4. I understand that the anonymous data from this project will be 
available to Canterbury Christ Church University and results from 
this research will be submitted as part of a doctoral thesis and for 
journal publications, and that information from the study may be 
used in future research projects. 
 
5. I give informed consent to take part in this project and I am aware 
participation is voluntary and that I can withdraw at any time 
without giving a reason. 
 
Name of Participant: __________________________________  
 
Signature: ___________________________________________ 
 
Name of researcher taking consent:  
 
Signature: ___________________________________________ 
 
Date: _______________________________________________ 
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Appendix E: End of study summary for ethics panel  
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Appendix F: Study poster and link to short video for recruitment  
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Appendix G: Semi-structured interview schedule 1 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
128 
Appendix H: Semi-structured interview schedule 2 
 
 
Social media and mental health: A grounded theory study of 
empowerment 
 
 
1. What SNS do you use? 
 
2. For what purposes do you use SNS? 
 
3. Why did you start using SNS to communicate about Mental health? 
 
Prompt: What did you hope to gain from SNS interaction about MH? 
What, if anything, were you apprehensive about when using  
SNS for mental health related purposes? 
What kept you using SNS?  
 
4. Tell me about your online presence?  
 
Prompt: How do you see yourself online?  
      How do you think others see you? What makes you think  
              this?  
              How do you see others who discuss their MH  
              online? 
 
  
129 
5. People I’ve spoken to have told me that they have found people 
online who they feel share similar experiences to them whilst 
others have told me they have struggled to relate to other people 
online in terms of the MH experiences they are sharing, what has 
your experience been?  
• How does this impact, if at all, on how you understand 
or view your own experiences?  
 
6. People have told me that there are aspects of SNS platforms that 
make it easier to share but aspects of SNS that makes it more 
difficult to share, do you feel this applies to your experience, for 
example some people find the distance of the screen helps them be 
more open.  
• Anonymity?  
• Followers from offline world?  
 
7. People have told me that they think there are lots of rules online 
about what is and is not ok to talk about. What do you think about 
that?  
• How do you know what’s ok? 
• Could you describe how this impacts on how you use 
SNS?  
 
8. Some people I’ve spoken to feel able to be visible online, whilst 
others feel it is safer to stay hidden. What do you feel?  
• If you do let yourself be seen, can you talk me through that, 
how does it feel after you have posted?  
  
130 
•  Are there certain things you wouldn’t share online about 
your MH? Why?  
• How do you decide what these things are? 
 
9. It sounds like lots of people are quite actively changing how they 
use SNS depending on how it is making them feel? Is that the same 
for you?  
• Can you describe different phases of use?  
• How do you use it to minimise negative feelings?  
• How do you use it to maximise positive feelings?  
 
10. After having these experiences what advice would you give to 
someone who was about to start using SNS for mental health 
related purposes? 
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Appendix I: Positioning statement following bracketing interview  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
132 
Appendix J: Stages of theme development, theoretical coding 
 
 
  
 
Safety and opportunity to build/ strengthen positive MH identity 
Others are 
relatable, 
supportive and 
authentic  
Platform of 
SNS promotes 
freedom and 
openness   
Platform of SNS limits 
freedom and openness   
Perceiving stigma  
Content/others 
exacerbates distress    
Fearing negative 
judgments   Others are unrelatable,  
judgmental and/ or 
inauthentic  
Feeling wary of 
offline people 
following limiting 
what is shared 
Perceiving an edited 
version of MH online 
Perceiving others as 
different  
Perceiving rules about 
‘recovery’ and stigma  
People are more 
critical online than 
offline because of 
distance  
Comparing self 
negatively to others   
Viewing others are 
inauthentic and/or 
critical    
Fearing criticism        Being inauthentic 
online is easier     
Fearing negative 
consequences    
Own MH experiences 
are different to others 
online    
 Feeling 
supported  
Feeling 
better about 
experiences/ 
self   
Feeling 
validated in 
experiences  
Being 
‘stronger’ 
self online    
Aspects of 
SNS 
platforms 
making it 
easier to 
share   
Relating to 
others posts    
Valuing 
‘real’ 
experiences 
seen online  
Content and others 
exacerbate distress    
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 ‘Stigmatised aspects of identity’  
 
Feeling 
validated in 
experiences  
Feeling better 
about MH  
Other people 
feeling the 
same 
Understanding  
own 
experiences 
through others 
posts  
No longer 
feeling alone  
Validated and understood  Invalidated and different   
Experiences 
being 
unacceptable   
Recovering 
‘wrongly’    
Others doing 
better at 
recovery  
Not relating 
to others 
narratives 
about MH  
Making other 
people worse   
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Getting it 
out  Having 
value 
and 
purpose   
Censorin
g what is 
shared    
Feeling 
unable to be 
candid     
 ‘visibility’  
Being seen 
Using 
my voice    
Community 
and 
connection    
Hiding  aspects of 
identity  
Staying hidden  
Self – 
censorshi
p  
Silencing   
Shame and isolation 
Telling 
my story  
Challenging 
stigmatising 
narratives   
Disclosin
g secret 
part of me    Catharsis of 
sharing and 
processing  
Getting it 
out   
Sharing as 
a relief     
Being part of a 
community    
Sensing shared 
anger for 
injustices      
Sharing 
enabling 
connection     
Instilling 
feelings of 
value  
Enjoying 
helping  and 
motivating 
others  
Turning MH 
experiences 
into 
something 
positive   
Becoming 
‘typecast’ 
limiting 
what is 
shared    
Dialling 
back views   
Feeling 
alone      
Feeling worthless     
Feeling 
self/experien
ces aren’t 
acceptable        
Not 
posting     
Lacking 
a voice      
Lurking / 
hiding 
through 
fear      
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Evaluation of feedback  
 
Becoming a 
counsellor 
to others is 
not fun  
Having 
clear ideas 
about 
boundaries 
of 
disclosure  
Creating 
boundaries    
Curating 
accounts     
Depersonalising 
negative 
comments  
Reflecting 
on use and 
impact  
Blocking 
content and 
users    
Using some 
platforms  
over others  
Learning how to 
navigate SNS   
Withdraw     
Prioritising 
own needs  
Active negotiating of use  
 
 Knowing how 
SNS effects you  
Internal processing 
before posting   
Managing 
multiple 
identities    
Needs 
changing so 
withdraw      
Withdrawing 
because 
making me 
feel worse       
Changing 
approach to 
stay safe   
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Appendix K:  Table of categories, subcategories and example open codes   
 
 
Categories  Sub-categories  Example codes  
Seeking positive 
MH identity 
Needing to know 
I am normal.  
 
Questioning whether experiences were 
normal  
Questioning whether other people were 
experiencing the same things as me  
Needing validation of experiences and 
reactions  
Needing help to make sense of my 
experiences  
Questioning what it meant about me to 
have MH difficulties  
 
 Seeking 
support/type of 
support not 
available offline 
Having conversations online you can’t have 
offline  
Interpreting family desire for secrecy to 
shame about MH  
Lacking exposure to information/discussion 
about MH offline  
Wanting to discuss distress without worry 
family or unhelpful reactions to disclosures 
Fearing consequences of disclosures to 
people offline  
Fearing others offline not understanding 
and taking away coping mechanisms  
 Finding people 
that occupy the 
same world. 
Looking for people who ‘occupy the same 
world’  
Searching for people with similar 
experiences  
Looking for peer support  
Looking for someone who might 
understand  
 
Evaluating 
safety of use 
and opportunity 
to 
build/strengthen 
positive sense of 
MH identity 
Appraising 
others as 
unrelatable, 
unsupportive, 
judgmental 
and/or 
inauthentic. 
Comparing self negatively to others  
Disagreeing with perception that all people 
with MH difficulties share experiences 
Feeling different to others who post online 
Feeling others are recovering better than 
me  
Witnessing unhelpful interactions  
Witnessing invalidating interaction  
Believing others are exploiting their 
suffering to get ‘followers’ 
Linking ‘curated’ posts with inauthenticity  
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Feeling pissed off at ‘fake’ content  
Feeling judged and criticised 
Not seeing own experiences reflected in 
others posts  
Perceiving others as becoming immune to 
suffering  
Seeking representation of my experiences 
and not finding it   
 Appraising 
platform as 
limiting freedom 
and openness. 
Being a hypocrite online is easier  
Feeling ‘monitored’ online  
Hiding behind the screen makes people 
more ‘judgy’ 
Audience consisting of people from 
different aspects of life limit freedom to 
post  
Meaning and nuance can be misconstrued 
online  
Not seeing why you would want to share 
intimate things with ‘whole world’  
Perceiving threat in not knowing who will 
see posts  
Struggling to post something all audience 
members would want to see  
Feeling uncomfortable when offline and 
online worlds collide  
Feeling hard to know who to trust online – 
forums and people can be deceptive  
 
 Others/content 
can exacerbate 
distress 
Accessing ‘darkness’ is possible online  
Content fuelling competitive urges  
Comparing self to others makes me feel like 
a failure and adds to negative thinking  
Doubting ‘safety’ of people with MH 
supporting others with MH  
Seeing no ‘downtime’ from MH 
communities online  
Seeing pressure to support others risks own 
mental health  
Getting pulled into debates and arguments  
Seeing harmful influence in needing 
constant validation from others  
Making each other worse  
Seeing something ‘inspirational’ can have 
opposite effect on down days  
Taking on each other’s issues  
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  Perceiving 
‘rules’/ stigma 
 
Feeling pressure to ‘get better’ 
Becoming ‘story of recovery’ 
Being told you are recovering ‘wrong’  
Experiencing pressure to conform to 
polarised identity of MH and recovery  
Seeing acceptance of being ‘ill’ only if you 
‘get better’ 
Perceiving stigma less for depression and 
anxiety but more for BPD and psychosis  
Stigma increasing for those not telling a 
story of recovery  
Seeing a heavily edited version of living 
with MI  
Seeing different levels of stigma for 
different diagnosis online  
Reflecting on disparity between 
constructed stories online and reality of MH 
difficulties  
Not being allowed to talk about ‘certain 
things’ 
Feeling ‘type cast’ as the ‘angel of recovery’  
Seeing lack of flexibility in views – once you 
have said something you can’t go back on it 
– it’s permanent  
 Fearing negative 
judgments 
 
Avoiding posting for fear of other people’s 
judgments  
Fearing disclosures being used against you  
Fearing being told you are recovering 
wrongly 
Fearing negative judgments  
Fearing stigma as a result of talking online  
Feeling embarrassed and exposed at the 
thought of sharing  
Receiving a negative comment and 
everyone seeing it would be massive  
Perceiving threat in audience  
Fearing being sectioned  
Fearing repercussions of posting negatively 
about services  
Being publicly shamed would be 
devastating  
Fearing people from work seeing what I 
share and firing me  
Fearing being viewed negatively  
 Appraising 
others as 
relatable, 
Feeling deeply connected to posters who 
write things I could of written  
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supportive and 
authentic 
 
Finding people respond in understanding, 
empathic, motivating and supportive ways 
Mainly connecting with people with similar 
views and experiences  
Valuing seeing ‘real’ representations of 
recovery  
Seeing others describe experiences that are 
similar to mine  
Seeing others as amazing people – not 
‘crazy’  
Others just get it, they get me 
Other people are struggling too, just like me  
Other people are fighting with you and for 
you  
Other people jump in and defend you 
Seeing ‘so many’ people who have got your 
back  
Like having ‘friends in your pocket’  
 Appraising 
aspects of SNS as 
promoting 
freedom and 
openness. 
 
Distance of screen encouraging disclosures  
Feeling freer to say stuff online  
Feeling in control when typing versus out of 
control when in 1-1 situations with people  
Access to lots of people feels like casting 
the net wide  
Access to so many more people who have 
had similar experiences  
Using SNS to challenge stigma and increase 
awareness in a way you couldn’t do offline  
Levels of anonymity it allows increases 
disclosures and opportunity for support  
Able to be the ‘stronger version of me’ 
online  
Having time to think about what you want 
to say and how you want to respond  
 
Adjusting  
beliefs about 
‘stigmatised’ 
aspects of 
identity 
Feeling validated 
and understood 
Comforting to think other people inhabit 
the same world  
Feeling reassured by others disclosing  
Being understood 
Feeling validated – this is not a problem 
with me  
Knowing other people suffer helps with 
acceptance  
Knowing other people suffer helps with 
moving on  
Hearing from others with similar difficulties 
reduces self-stigma  
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Meeting people who were feeling and 
experiencing the same things for the first 
time was so validating  
Not needing to find the ‘right’ words 
because people online ‘get it’  
Finding encouraging comment so helpful  
Validating my views and what I am sharing  
I’m ok, I’m normal, this is ok 
Not being the only one  
  
 Feeling 
invalidated and 
different 
 
 
 
Probably recovering ‘wrongly’ 
Feeling embarrassed  
Describing self as ‘fragile’ compared to 
others online  
Seeing others as ‘braver’  
Feeling like a failure  
People don’t get it, they don’t get me  
Feeling more isolated  
People scrolling past screams for help is 
isolating  
Feeling the stigma  
Feeling shame  
Feeling disconnected from those online  
Aspects of identity are not ok, people don’t 
get them   
Connecting with a sense of own 
vulnerability  
Sensing that my distress is not palatable for 
people  
Beliefs guide 
‘visibility’ of MH 
identity  
 
Being seen:  
 
‘Getting it out’ / 
Catharsis 
 
Getting it out via blogging  
Getting it out  
Posting helps processing  
Posting helps processing  
SNS helps processing and navigating 
through experiences  
Telling my ‘dark secret’ being a release 
Sharing darkest thoughts is empowering  
Using SNS to get it out  
Putting it all out there just helps  
Having a voice  Finding my voice  
Having a voice in online conversations with 
MH professionals  
Linking distance provided by SNS to having 
a voice  
Feeling stronger in my views 
Feeling stronger in my right to speak online  
  
141 
Telling others about my experience helps 
me  
Owning my own experiences  
Giving me a language for verbalising what’s 
happened to me  
Being part of a 
community 
 
Being open and public online meant 
connecting with more people  
Carrying friends around in your pocket  
Feeling united in action  
Connecting with a community of people 
that share passions for injustice  
Encouraging to see MH professionals 
acknowledging and working on problems in 
the system – less them and us  
Enjoying helping others, you feel connected 
to something bigger than yourself  
Feeling like other people are fighting with 
you and for you  
Finding supportive community decreases 
feelings of isolation  
Instilling feelings of value and 
connectedness 
Inspiration from others in MH community 
most positive part of SNS  
Maintaining long term online connections 
with others  
Online connections translating to offline 
world  
Seeing work being done for MH online is 
inspiring and provides hope  
Understanding how stigma affects us all 
and challenging it together  
 
Having value and 
purpose  
 
Being seen as helpful by audience  
Motivating others  
Being told you are an inspiration  
Enjoying helping others 
Educating others is the good thing to come 
out of a bad thing  
Feeling appreciated and having a positive 
influence  
SNS opening doors to offline job 
opportunities to help others  
Instilling feelings of value and 
connectedness  
Hoping to inspire actions  
Expanding others thinking  
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Inciting action   
Becoming 
stronger and 
more confident 
 
Becoming stronger  
Being stronger online me offline  
Feeling like a stronger person  
Growing in confidence  
Increasing confidence to share MH 
experiences  
Learning from SNS can translate outside of 
online life  
Owning own experiences increases sharing  
Feeling more educated about the nuance of 
things  
Increasing understanding of self and others  
Understanding myself more through 
sharing tips and strategies online  
SNS helping me understand myself  
SNS helps with processing and navigating 
through own MH experiences  
Hiding aspects: 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 Self-censorship  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Censoring what you say online  
Dialling back views due to online audience  
Equating ‘neutrality’ of posts to safety  
Censoring what I say  
Down-playing distress  
Never posting about current distress only 
past  
Including a positive in post even if doesn’t 
feel authentic  
Not giving honest feedback to services  
Becoming a representation of recovery 
which feels at odds with true experiences  
Portraying self as one thing but being 
something quite different  
Not sharing parts of experiences that others 
wouldn’t ‘get’  
Posting content others respond to rather 
than reality  
Playing the part of recovery  
Having a warehouse of ‘drafts’ I’m too 
scared to send  
Frustrating to self-censor  
Perceiving shame from family members 
edits what I say  
Seeing a heavily edited version of living 
with MI  
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Staying 
completely     
hidden: 
 
Silencing 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Feelings of 
shame and 
isolation 
Feeling like don’t have a voice and Twitter 
makes it worse 
Avoiding posting  
Just lurking  
Avoiding posting  
Never posting again  
Staying hidden  
Keeping hidden for fear of how I would be 
perceived  
Not being active anymore due to negative 
feedback  
Not getting the reaction I wanted made me 
stop posting  
Staying quiet and not complaining  
Stopping sharing because it was making me 
feel bad  
Wanting to feel able to stand up and put 
my name to my story but can’t  
Imaging the negative responses so staying 
hidden  
Not wanting to influence others negatively  
 
 
 
Imagining feeling very embarrassed 
Feeling very exposed  
Lurking making me feel alone and worthless  
Feeling isolated  
Shame silencing people from talking about 
MH publicly  
Shame creating silence  
Stigma leading to shame which silences  
Hiding because embarrassed about how 
anorexia makes me look  
Avoiding showing aspects of me that I am 
embarrassed about  
Feeling embarrassed about old posts  
Keeping aspects that people won’t 
understand hidden 
Evaluation of 
‘feedback’ and 
renegotiation of 
use 
Creating 
boundaries  
 
Agreeing boundaries of privacy with self  
Being clear about boundaries  
Being boundaried about responses you give 
to others  
Prioritising own mental health needs over 
supporting others  
Being careful about advice you give  
Becoming a counsellor to others is not fun  
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Considering what you would want others 
knowing or seeing  
Feeling in control  
Giving yourself permission not to take on 
every fight  
Having clear boundaries  
Processing experiences first before sharing  
Keeping answers brief  
Anonymity helping disclosures 
Creating layers of privacy  
 Curating 
accounts  
 
Changing approach on Twitter to reduce 
impact on mood  
Avoiding/blocking ED sites  
Setting up new accounts for ‘new me’ 
Distancing self from ‘unhealthy’ posts 
Having different platforms for different use  
Having multiple accounts with various 
degrees of privacy  
Learning to wade through the rubbish  
Mainly connecting with people with similar 
views  
Following ‘trust-worthy’ organisations for 
individuals not information  
Noticing reactions to online interactions 
and reassessing use  
Trying to find ‘new content’ and 
connections  
Only seeing things I want to see  
 Depersonalising 
negative content  
 
Believing in posts so can minimise negative 
comments  
Drawing attention to the positives 
Not taking anonymous abuse personally  
Making sense of ‘trolls’  
Not taking criticism personally  
Dismissing negative comments  
 Withdrawing  ‘Growing out’ of using it so much  
Distancing self and withdrawing  
Feeling bad when using FB so stopped  
Moving on from ‘illness identity’ so not 
posting as much  
Not wanting multiple public or private 
accounts  
Reflecting on different phases of use 
depending on need  
Wanting to ‘crack on’ with life reducing 
need for disclosures online  
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Feeling more supported offline reduces 
need for online connections  
Evaluating negative impact on mood/ sense 
of self so dismissing and withdrawing  
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Appendix L: Coded extract of transcripts  
 
Appendix M: Examples of memos kept at different stages of data collection and 
analysis 
 
Case-based memo after first interview  
 
 
What did you learn from the interview? (Questions recommended to ask by 
Charmaz, 2006).  
 
I learnt that it can be really difficult for people to think about or perhaps just talk 
about how they are perceived online. I think the idea of having an ‘audience’ and 
thinking about how they might see you feels quite exposing in itself. It seemed really 
difficult for this participant to tell me, perhaps this is to do with not wanting to seem 
like this matters or it feeling like he would be being arrogant or something. He really 
minimised the positive feedback he gets from people and would often give specific 
examples and be like ‘they said I really changed the way they understand their sister 
bla, bla, bla’. Yet by the end of the interview being able to influence others seemed 
like a central part of why he stayed on there and why he shared some of his 
experiences. He is trying to do something really quite important. He is trying to 
change the narratives out there around SMI but perhaps can’t name that because it 
feels too big or too self-important, or perhaps because he doesn’t feel able to in a 
‘genuine’ way. But perhaps this is his way of shifting from previous ‘illness’ identity 
to someone who is able to inform and help others.  
 
I also learnt that it is very complex – it’s not just a case of being successful or 
unsuccessful online in terms of impact/followers etc., this person is ‘successful 
online’ and has lots of followers and lots of opportunities have come from this online 
presence about MH – he says it feels good when people say he has helped them but he 
spends very little time focused on that, the overwhelming feelings about SNS for him 
are far more nuanced and perhaps negative and that really comes down to him not 
feeling like ‘he’ and his true experiences are being talked about – therefore no amount 
of followers or impact would really make him feel fully validated or accepted (if that 
is ever possible) as he is keeping so much back.   
 
 
What are your impressions of the participants’ experiences? 
 
He’s definitely gone through different phases. I think there are loads of tensions in his 
experiences, it’s definitely not all good or all bad. It’s full of nuance. In some ways he 
has connected in with a community of people that makes him feel like he has found 
people that to some degree understand MH. And it was so important at one time 
because he was able to have conversations online he didn’t feel able to have with 
those around him offline.  
 
Yeah, yeah, definitely. I found it much easier to have because you can find 
people that you can have conversations with that you can't have with people 
that are immediately around you. 
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R: What’s that about do you think?  
 
 I guess because they don't occupy the same world, basically 
 
He has found people that share passion for injustices. He has also been ‘successful’ at 
joining this world, influencing others, he receives lots of positive feedback, it has 
opened up so many opportunities for him in terms of work etc., but at the same time 
he thinks being on social media isn’t really ‘real life’. Is that ultimately about the 
same sort of thing not feeling like people online fully occupy the same world as he 
sees what he perceives is an ‘edited version of MH’? And he can’t put his unedited 
experiences out there either? 
 
P: Yeah, I think it’s about judgments but I think it’s ......  I feel like there is a 
pressure on me to be kind of recovered in a way. And this is like online and 
offline. I think people will be. I dunno, they like to kind of use me, as like  a 
positive example, which probably is quite strange now that  I think about it, 
considering I'm not really that positive, because every time you try and ask me 
about the positives I just  bring it back to a negative. 
 
R:  So it's almost like you've become representative of something to other 
people online?  
 
This has happened he thinks because of what felt safe to put out there and then 
evaluating the feedback he got or what people responded to, but now he feels stuck in 
that and it doesn’t feel authentic to him. There is a big part of his experience that can’t 
be shared because it’s not what people want and because he fears negative judgments 
and concrete consequences. 
 
P: Yeah, and I know I said that I think  people don’t necessarily have like a 
clear picture of who I am from social media but at the same time, is that the 
kind of the way..... If I kind of look back,  I feel like I've kind of told a story in 
a way I have shared. Also, what people have responded to.  
 
R:  And so if you were to put stuff out there that showed that sometimes things 
were so difficult or you were struggling, sometimes, then that wouldn't fit with 
what maybe.....  
 
P: Yeah and I think that would like effect my income for a start.... 
 
....... 
P: I feel like that goes back to what we were talking about before, I feel like I 
need to be the story of recovery, and where does current distress fit in with 
that?  
 
R: So you feel like that’s not what people want to hear, so you don’t post it?  
 
P: Yeah, exactly. 
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For him authenticity seems key and something he feels he can’t get to in these spaces 
due to risk/fear of negative consequences both to his identity but also real negative 
consequences to his life in terms of income/freedoms. And this fear really impacts on 
how he uses the space or how he doesn’t use the space. All those things left unsaid in 
his ‘draft warehouse’.  
 
P:  Yeah, I think there’s a , I could be a little more candid on there. And 
there’s a lot, like  I’ve  probably got maybe 50 or more drafts and tweets and 
stuff....a lot of them are experiences I've had. ....Well, stories and stuff. That 
have been, well there’s been a reservation about me sharing them so they have 
just been stockpiled in a drafts warehouse in a way. 
 
What is the participant doing? 
 
He is really reflecting on his own current use, painting a picture of SNS as quite 
dangerous in some ways and perhaps feeling frustrated that he continues to use it so 
much. Also describing a lot of just looking at others and comparing himself, not being 
as active as he thinks he could/should be because fear is silencing him. Kind of going 
between placing the problem in the environment... 
 
P: Where there are Psychiatrist or psychologist or even service users.... or 
whatever  you want to call them. It's hard sometimes it's just a breeding 
ground for anger and sometimes that's not the best place to be. Yeah. Yeah. 
Checking in every hour  
 
...To the ways he uses it  
 
P:  Social media. It think the worst way to use it is just to kind of go on there 
and consume. Which is the way I use it most. But yeah. Like lurking.  
 
....To his own fears  
 
R: Yeah. Why do you think that is the worst way to use it?  How does that 
make people feel do you think?  
 
P:  Alone... Worthless, you know. All these people doing all these things or 
they've got stuff to say. I don't. Yes. Or I’m too scared to say the things I want 
to say... Yeah. In case I get judged. 
 
 
What do their actions/statements take for granted? 
 
Maybe something about these negative consequences and where these fears come 
from? It is just sort of assumed that these are very real rules about what he can 
say/can’t say and what might happen if he were to take the risk of sharing something 
that felt more authentic. These parameters/rules about what’s palatable/acceptable are 
very real to him but there is an absence of really being able to articulate where or why 
he sense these rules. He gives a few examples of debating things with people to do 
with MH and this leaving him feeling angry or insulted but he says the positive 
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experiences far outweigh the negative.  Yet there are still these implicit rules or 
boundaries that he stays within.  
 
What isn’t said? 
 
Interestingly probably what isn’t really said in the interview is probably the stuff that 
isn’t said online – what is the stuff he holds back on? He alludes to it being current 
‘distress’ but never talks about what he would actually like to talk about himself or 
what would be talked about by others that would feel more authentic. The thing he 
describes as endlessly looking for scrolling through is hard for him to define too. Is he 
then searching for someone to have verbalised the complex/nuanced experiences he 
feels too much fear to put into words? To validate these experiences and enable him 
to perceive even these aspects of himself/ his MH more positively.  
 
I wonder whether having this ‘unseen’ audience represented in your mind is partly 
why it is so hard to decide what is safe/unsafe to share – people from his offline life 
following him online has also made him quieter online for fear of people 
misinterpreting his posts and judging his posts in terms of his mental health – using 
his posts as a judgment on his ‘mental health’ – maybe there is an inherent lack of 
control that he feels if he were to post something real or current – it’s just too hard to 
know how audience members would perceive it and this feels like far too much of a 
risk. People might comment, or like a post or not but there will be lots of people who 
see it and who don’t give direct feedback – does that just ultimately leave a lot of 
room for people to project negative judgments onto their audience members, so it sort 
of self-censors.  
 
 
What connections can you make? 
 
Something about staying safe online impacting on how you use it but sometimes 
safety comes at the expense of authenticity or visibility which limits possibility for 
impact to identity. So it’s not just about active use it’s about how much you can let 
yourself be seen  – how much you use it to capture a true MH identity. Also that you 
can still get some empowering process and disempowering processes happening 
concurrently – like he feels he has access to a community that shares anger but feels 
silenced by perception that people don’t want to hear/know about his current distress.  
 
 
What process is at issue here? 
Constant cycles, constant evaluation of what you are seeing and what this means 
about you and your experiences. It isn’t linear but core process is related to 
perceptions of how seen you feel able to be or how seen you are just in the 
interactions between others and this really directly impacting people in terms of 
feeling empowered/disempowered. Feeling like you can own and be ok with MH 
experiences and identity.  
 
Early conceptual memos  
 
Stigma  
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Lots of censorship, lots of editing, lots of considering other people's responses and the 
consequences of sharing about MH - platforms where lots of different people from 
different parts of your life come together - and so difficult then to know what to post - 
are you happy with everyone knowing that?  
 
There seems to be a shared perception that stigma has reduced for some disorders but 
not SMI - and is perceived as only acceptable if you are in recovery and can present a 
positive story. These perceptions influences what people say as they feel like what 
they post has to be palatable. Angel of recovery vs chronic angry person. Often 
presenting dichotomy or polarisation. Something about lack of flexibility to change 
view points on things become a beacon or representative to a view point and people 
don't let you move from this.  
 
Participants all describe clear dynamic online – they aren’t sure where these come 
from but seem to arise from judging other interactions witnessed and their own 
feelings about being able to share experience vs not being able share experiences. 
 
What helps or hinders this?  
Reponses from others  
Perceptions of what other people want?  
Pre-existing shame/fear  
 
This seems to impacts on empowerment processes as if can't be authentic self then 
there is some sense of self-censorship, distancing from others, fear, invalidated, feel 
presence of stigma and rules.   
 
 
Seeing others as relatable/unrelatable  
 
Think this might be key  
Seeing self and experiences reflected in others online (other people have shared 
experiences) = connection and validation vs not seeing self and experiences reflected 
in others online - (distancing and isolation). Is there something happening where 
people think “if can’t be authentic self and don’t see my. self or my experiences 
reflected in others posts” then people start to build beliefs about 
themselves/internalise these appraisals  “I am not normal” “ I am different”.  
 
Whereas some people say others are relatable in some ways but that they still feel 
they wouldn’t be able to post as they are still in some ways different, ” I am not 
brave”, “It would be different if I posted”.   So can be both empowering and 
disempowering aspects happening at once.  
 
 
Are people content with their relationship to SNS. 
 
I'm not sure. Everyone describes a sort of journey of using it - no one describes how 
they use it currently as negative really but lots of people able to say 'it was getting 
really unhealthy', 'it was really effecting me' so they do a bit of making sense of why 
and then renegotiating how they use it?   
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Lots of people saying they spend hours on it and it is a waste of time - are people 
constantly having to manage their relationship with SNS - constantly trying to work 
out how to minimise negative feelings provoked by it. Some people retreat from being 
active, some people limit time spent on it.  
 
Is this linked in some way to 'protective factors' which minimise negative impact like 
curating your page, having multiple accounts for different parts of your identity, being 
aware of what you need/want from it and how it is making you feel/limiting it's 
importance in your life/ rationalising and distancing 'negative people online' - then 
can you take the bits that empower and manage the other bits??  
 
Where am I getting stuck?? How often are people negotiating or modifying and are 
they doing this to maintain safety/ feel safer or reduce negative emotions or navigate 
tensions - wanting to share but not wanting to share to everyone - something quite 
problem solving about this and why are they doing this is it because they still perceive 
a need or role for themselves in SNS for mental health - amplify benefits and reduce 
dangers?  
 
What impact does this have - do you feel more empowered/disempowered by it?  
 
Reduces the disempowering aspects maybe and increases chance for empowering 
aspects? 
 
 
Safety 
 
Safety seems core to all the interviews so far, everyone is trying to navigate a 
relationship with SNS that increases their feelings of safety. By safety I am referring 
to them talking about things on SNS that would leave them feeling bad about 
themselves, embarrassed or vulnerable.  People talk a lot about feeling exposed, 
fearing other people’s judgments, feeling embarrassed or ashamed about old posts so 
and this guiding how they use it. Their online identity is being shaped in relation to 
others.   
 
Ok, I’ve been back to the data. I think that two things are driving use safety and 
seeking a positive sense of identity maybe – is that not why they are so focused on 
safety, to protect their identity and also why they do take risks to safety to share 
aspects of themselves, because they perceive an opportunity to have that aspect of 
their identity validated. Safety and opportunity seem linked to one another and a 
combination of these factors are central to participants experiences. How they 
appraise their SNS environments are all linked to safety and opportunity and the way 
in which they use SNS themselves are too linked to these factors.  
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Appendix N: Diagramming  
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Appendix O: Reflective research diary  
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